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LONG-TERM CARE: NEED FOR A NATIONAL
POLICY

THURSDAY, DECEMBER 15, 1983

House OF REPRESENTATIVES,
SeLECT COMMITTEE ON AGING,
SuBcOMMITTEE ON HEALTH AND LONG-TERM CARE,
San Francisco, Calif.

The subcommittee met, pursuant to call, at 9 am,, in the Cere-
monial Courtroom, Federal Building, 450 Golden Gate Avenue, San
Francisco, Calif., Hon. Claude Pepper (chairman of the subcommit-
tee) presiding.

Members present. Representatives Pepper of Florida, Burton of
California, and doxer of California.

Staff present. Bill Halamandaris, staff director, Kathy Gardner
ervg;ii.t assistant staff director, and Melanie Modlin, executive
assistant.

OPENING STATEMENT OF CHAIRMAN CLAUDE PEPPER

Mr. Pepper. Ladies and gentlemen, I am Claude Pepper, a
Member of the House of Representatives from Miami, Fla. Florida
is a State down to the southeast from here and I'm very proud to
have the honor and privilege of being here with all of you this
morning.

I am always delighted to have an opportunity to come to this
great State of California and I think that everyone recognizes that
the beautiful city of San Francisco is one of the unique and attrac-
tive cities of the world. So, it is always a special pleasure for me to
be able to come here.

I understand that the notice went out that the hearing was to
begin at 10:00, so there will be many more people, I am sure,
coming in this morning. We are delighted to have all of you here
and grateful to you for manifesting the interest that you show, by
your presence, in the health and long-term care of the elderly
people of this country.

Our Subcommittee on Health and Long-Term Care of the House
Select Committee on Aging is conducting this hearing.

I am very proud to have with me here today several fine legisla-
tors from the State of California, and after I make a brief state-
ment, I'll call upon them t¢ make such statement as they will.

One of your distinguished Members of the House of Representa
tives ho has taken up the mantel of her late, great husband and
is discharging her duties as he did his with great distinction, and

(
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who is highly esteemed and revered by the Members of the House
of Representatives, Mrs. Sala Burton.

Mrs. BUrRTON. Thank you. Thank you.

Mr. Peprer. I'm also very pleased to have here with us this
morning to honor us by her presence another o your very distin-
guished Members of the House of Representatives, highly esteemed
and revered by Members of the IHouse an able representative of a
district here in this area, Mrs. Barbara Boxer.

Mrs. Boxer. Thank you so much.

Mr. Peprer. Here on my left, we are honored to have with us
this morning the very gracious and distinguished lady who is chair-
man of the California Assembly Health and Long-Term Care Com-
mittee, the health committee on the elderly. She is primarily con-
cerned with the elderly and she is honoring us with her presence
this morning, Jean Moerhead. There's a lovely lady.

She is a member of the assembly of your legislature and has
been innovative in this great field of the elderly.

You have many elderly citizens in your State, as we do in Flori-
da, and Mrs Moorhead has heen one of those who has been primai-
ily concerned in the assembly of your legislature about the well-
being of older prople in this country. So, we are particularly
pleaszd to have you here.

Ms. MoorHEAD. Thank you.

Mr. Pepper. And we also have another great champion of the
elderly, a man who has done much for the cause of the elderly in
your great State. He, too, is chairman on aging in the Senate of
your legislature. We are honored and proud to have with us this
morning Senator Mello, chairman of the Committee on the Elderly
in the Senate of your very great State of California. So, we are par-
ticularly pleased to have him here.

Also, another lady who is very interested and very active in the
cause of the elderly, Ms. Joyce Ream. Ms. Ream, we are very
pleased to have you here this morning.

Ms. ReaM. Thank you.

Mr PeppeR. Thank you for being kind enough to join us this
morning For the most part Federal and private insurance compa-
ries are designed to finance health care treatments only when ill-
ness is associated with periods of hospitalization.

Our health care system virtually rules vut financial assistance
for care that may prevent or postpune custly and premature insti-
tutionalization such as immunization, pediatric and adult home
care and other supportive services.

Furthermore, when institutionalization is needed, Federal and
private insurance does not exist to any appreciable extent for cus-
todial nursing home care. Only $200,000,000 was covered by insur-
ance in 1951 for nursing home care, for example This is less than 1
percent of the Federal-State programs for the poor, medicaid paid
the lion’s share, about 50 percent.

Almost all the rest is paid out of the pockets of the families of
those afflicted by long-term illness. .

I regret to say that when in 1965 medicare was established, the
elderly were spending about 20 percent of their own income for
medical care. Then came the institution of medicare and that share
of spending by the individual, out of his or her own funds, dimin-
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ished or was reduced. Now, due to the increasing cost of lLospital
and medicul cure and the expense of the pruviders, senior citizens
are again spending about 20 percent of tﬁeir personal income on
their medical care in spite of the assistance they get, essential and
valuable as it is, from medicare. Nowhere in our suciety are fami
lies left so unassisted as they are in meeting the financial and emo-
tional burden of caring for an Alzheimer’s patient or a chronically
ill pediatric patient.

Medicare does not cover that terrible disease, Alzheimer's, al-
though it is now the fourth leading killer in our country.

We had a hearing not long ago where a lady and her sister from
New Yurk appeared as witnesses. Their mother was stricken by
Alzheimer's disease. They had been keeping her in an institution
for some time. One of these daughters testified that within 4
months every penny of the assets of that family would have been
exhausted in trying to provide care for the mother who was the
victim of Alzheimer’s disease.

I'll say more about this subject later, but a little bit ago, a lady
visit d me in my office in Washington and she said, “I have had to
go back from my retirement to empluyment in order tu take care of
my husband who is the victim of Alzheimer’s disease in order to
keep hlin in an institution. It tukes every penny that I can make,”

“But,” she said, “Mr. Pepper, recently I had a letter from a
friend of mine in England who said her husband had Alzheimer's
disease. I{e was in an institution, but it didn't cost her a penny.”

She said, “Why is that?”

I said, “Well, in England they have a national health insurance
program and we don't have vne and that's vne of the problems that
we're struggling with now.”

I have been talking t~ "he Governor about this. He has honored
us with his presence this morning, the Lieutenant Governor of
your great State whe s long been concerned about this subject.
We were talking about how we can develop a national medical
system in this countr;, under which every man, woman, and child
in this great Nation '.andget, within his or her means, the medical
care that he or she should have to live longer, to live healthier, and
to live happy lives.

Although we live in a rich Nation, there are terrible gaps in our
health and svaal programs which underscore this sad truth. There
i> no meaningful long term care policy today in the United States.

You may recall the case of Katie Beckett, a 3-year-old child, as
an example of government regulations gonce awry. Medicaid paid
for Katie's care while she was in a costiy hospital, but prohibited
payment for the less costly and more humane care she could get at

me.

Altheugh Katie was eventually granted a presidential waiver for
care at hume, she was the lucky one. There are hundreds of thou-
sands of Katies who remain the victims of a health care delivery
system not geared to providing services in the least restrictive envy
ronment, the home.

So, one of the things that we are concerned about this day, par-
ticularly, is more preventive care for people, maybe saving them
from having to gu into a hospital or a nursing home, and more
home care.



4

You may also recall the words of an Arizona man, the husband
of an Alzheimer’s victim, who told our subcommittee this year, *1
find it strange that if my wife had a disease from which she could
recover, or was ill with something like cancer where she could be
placed in a hospice, she could be helped financially, but we are told
with Alzheimer’s disease there is no financial assistance available.”

You can imagine the shock of our subcommittee when the daugh-
ter of an Alzheimer’s patient testified, “My doctors told me that
the only way to get assured financial assistance for my mother
would be to break her arm and have her put in the hospital and
when her arm healed, break it again and keep breaking it if you
want to assure financial assistance.”

Of course, her doctor was not serious about geing to such lengths,
but the point was unfortunately well made, because the essential
elements of treating Alzheimer’s patients can be provided in the
home and do not require hospitalization.

Financial assistance is minimal at best.

Today we will hear directly from Alzheimer's patients and their
care givers and pediatric home care patients as v as from their
care givers.

They will relate to us their personal experiences and their frus-
traet;ons in attempting to secure the health care they so desperately
need.

With the pending insolvency of the medicare program, the
United States is now at a crossroads. In about 4 years the medicare
program, unless wu revise it, strengthen it, and make it sound and
secure, as we did social security, will not be able to pay its bills.

So that's the challenging job ahead of us which we've got to do.

The purpose of our hearing will be to explore what the Federal
role might be in structuring a cumprehensive continuum of care, a
long term care policy capable of addressing the preventative, acute
and chronic health care needs of our Nation's citizens.

oday’s hearing will point out how we need a health care system
which provides more service, more efficiency and for less money.

California has been the Jeader in attempting to do just that. We
look forward to hearing the testimony of those who have helped
charter the development of long-term care alternatives in Califor-
nia.

Now, may I invite you to have something to say. Mrs Sala
Burton will make such comments as she would like.

[The prepared statement of Chairman Pepper follows.)

PREPARED STATEMENT OF CHAIRMAN CLAUDE PEPPER

Ladies and puatianes. Members of the subcommatier, and distinguished guests, v
3 a picasure tu juin Hon, Barbara Buxer and Sala Burton—both o? whom represent
the State of Califurnia in Congress in convenang this Subcommattee heanng on
“Lung Term Care. The Need for a Natonal Pulivy.” Juining our congressional dele-
gatwh o6 the das today are sume distinguished Representatives from the State of
California, indduding Hon, Willie Brown, Jr., Speaker of the House, the Honorable
Jean Mourhiead, Chairpessun of the Califormia Assembly vn Aging and Long-term
Carc, the Hunourable Henry J. Mello, chairman of the Senate Subcommuttee on
Aging, and the Honurable Juyce Ream, director of the San Franusco City and
County Commission on Aging.

The subjeet of uur hearing is extremely unpurtant. Long-term care for all Amen-
vanis stands tuday as the must truubled, ard troubivsume, component of our entire
health care system
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For the most part, Federal and private insurance programs are designed to fi-
nance health care treatment vniy g\gun illness is assoaated with peniuds of huspital-
izativn. Our health care systems virtually rule vut financial assistance for care that
may prevent of pustpune wstly and premature institutivnalization, such s immun
zatwns, pediatiiv and adult hume care and uther supportive serviees. Furthermore,
whun institutiwnalizatiun s necacd, Federai and private insurance does not exist to
any up\{;rc\.mb}u eatent fur custwaal nursing hume care. Although the nativn spent
abuut §23 billivn in 1981 fur nursing hume ware, vnly $200 mullivn was covered by
insuramve  under 1 pervent! The Federal State program for the pour, medivad, paid
the lion’s share, about 50 percent. Almust all the rest s paid out of the pucket by
the families of those afflicted by long-term illness.

Nuwhere in our suety are families left sv unassisted as they are when meeting
the finaacial and emotwnal burden of canng for an Alzheimer's patient ur a chrons
ially il pediatnie patient. They reflent the largest gaps in vur health and social pro-
grams and underscure the sad truth that there o no Lcanmngful lung-term care
policy in the United States today.

You may recall the case of Katie Beckett, a three year<ld Jhild, es an example of
guver.nient regulatwons gune awry. Medivaid would pay for Katie's care while she
was .0 a wustly huspaital, but prohibited payment for tgu iess wotly and mure humian
«are she vuuld get ot hume. Although Katie was eventually granted a Presidential
waiver fur vare at home  she was l?u: lucky wne  there are hundreds of thousands
of Katies who remain vivtims of a health care delivery system not geared to provid-
ing services in the “least restrictive environment”~the home.

Yo aiay alsu revall the words of an Arizuna man  the husband of an Alzheaimer’s
vicine  whu tuld vur subcommattee carlier this year, ‘1 find it strange that o my
wife had a discase frum which she cuuld recovet, or was Wil with something like
cancer where she could e placen in o huspice, ohie wuuld bo helped financially, But,
we are told with Alzheuimer s discase there 18 no financial assistance available.”

Yyu can amagine the shuck of vur subcummittee when the daughter of an Alzher
mer's patient testified, my dwetor told me that the unly way tu get assured finan
cial assistance fur my mul{xcr would be to break her arm, and hase her put into a
huspital. When her arm heals, break o again, and keep breaking it of you want to
assure finanuial assistance.” Of course, her doctor was nut serious about guing to
such lengths, but the puint .as, unfortunately, well made. Because the essential dle
mcnh'u}\lmulmg Alzhcinuer’s patients can be provided in the hume  and du not re
quire hospitnli;alion-ﬁnnncinrnssistnnce is minimal at best.

wday, we will hear direutly from Alzheimer’'s patients and ther caregivers, and
pediatnic home cure patients, as well as from their caregi ers. They wall relate to as
their persunal uxrcncm.ca and frustrativns o attempting to secure the health cary
they so desperately need.

With the pending wnsulveney of the medicare program, the United States 1s nuw
at a crosstoads. We ate forved to cunmder the future of ats health care delivery
system. The purpose of vur hearing will be o explore what the Federal role might
be in structuting a wmnprehensive wontinuum of care - a lung term care policy wa
pable of addressang the presentative, acute and chrunie health care needs of vur Na
tion’s citizens.

oday’s heaning will puint out huw we need a health care system which provides
mure service, mure effiaiently, and fur iess muney. Califurnia has been a leader in
attemptang to du just that. We Jovk furward to heaning the testimuny of thuse who
have helped charter the develupment of lung-term care alternatives in Cahfornia.

Our first witness tuday will be Licutenant Guvernur Lev McCarthy. His cffurts an
health care are well known and well regarded. We Jwk furwand to your valuable
testimony. Thank you.

STATEMENT OF REPRESENTATIVE SALA BURTON

Mrs. Burton. Thank you, Mr. Chairman.

I would like to congratulate you, Mr. Chairman, for holding
these hearings. I know what a champion you are of health in this
country. .

You have touched upon everything that I wanted to touch. I will
not go into detail, but submit iny statement into the record.

I would like to say that we are the only industrial country in the
world without a national health policy. Canada has one, as do all
the other Western European nations.

ERIC 10
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We are the only country, I will repeat it again so that people will
hear it very clearly. an industrial nation that has no health policy
for its people is a shame and a disgrace. I am very grateful and 1
applaud you, Chairman Pepper, for your devotion and leadership
on this issue and also for recognizing that we in California have
really pioneered many health care progra.ns and perhaps we can
learn from our experiences here, some of the things that need to be
done nationally.

I am very pleased to see our great Lieutenant Governor here,
Leo McCarthy. He's done a magnificent job and I know how he
feels about this particular issue.

I'would like to also enter into the record a statement by the Cali-
fornia Conference of Catholic Charities Directors, if I may.

Thank you.

Mr. Pepper. Thank you very much, Mrs. Burton, for your excel-
lent statement. We are so grateful, as I told you before, for your
being here.

{Prepared statement of Representative Sala Burton follows.]

PREPARED STATEMENT OF REPRESENTATIVE SatA Burton

Mr Chairman. I would like to congratulate you fur hulding these hearings.

M)y hope Is that tae testimony we hear today will help to illustrate some of the
difficulties in our present system of health care and le lead tu efforts to correct
the deficiencies which currently exist.

We are all familine with the great and escalating cost of medical care. This prob-
lem is rarticulnrl_) critical for the clderly —but it 13 by nu means himited to them.

The fact is that those in need of lung-ferm health care—whether young or old—
100 often face devastating medical bills and even bankruptcy.

The virtual absence of [)ublh. ut_private assistance—cexcept under Medicnid—for
care for the chronically ill can lead, in cxtreme cases, to the sepusation of famibies
or tc the institutivnalization of thuse whu mught better—and less expensively—be
cared for at hone.

The financial difficultics of the Medicare system will ultimately propel us to a res.
olution of these groblcms for the elderly and, hopefully, for all gur people.

Current health care systems often limit or prohibit pay.nent for many valuable
preventative care services that might prevent costly hospitahizauon—services suc
as hearing. dental and eye examinations, regular check-ups and other screcung
services.

As a nation we must confront the inadeguacies of our heaith care system. We
must act more vigorously to prevent iliness as well as tu treat o, and to encourage
whenever possible wire in the home rather than in hospitals or uther snstitutions.
And we must accept responsibility for necessary care fot the chromeally sl

Ultimately such a restructured system will provide not only better-health care
but also less costly health care.

I would like to applaud Chairman Pepper fue his devotiun and leadership on this
issuc, and for his recugnition of California’s puncening efforts to protect the health
and well being of vur citizens. I welewme vur witnesves and jook {gmurd to hearing
their testimony.

Mr. Peprer. Now, I would like us to hear from another distin-

;éuished member of your delegation in the Cungress, Mrs. Barbara
oxer.

STATEMENT OF REPRESENTATIVE BARBARA BOXER

Mrs. Boxer. Thank you so much, Mr. Chairman.

I think I need a microphone.

Mr. PeppeR. ] am sorry.

Mrs. Boxer. I am very low tech. .

Mr. Chairman, I cannot thank you enough for coming here today
and being with us in the San Francisco area.

ERIC 11
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You are a hero to so many people all across this country.

I emember bringing my mother to Washington to see me in my
new job and introducing her to many of my colleagues, but notl.ng
thrill’ed her so much as meeting you, Mr. Chairman. I hinn you
remember that and it's because you are such an advo e for the
aging of this country and you're such a great role mod». - us all.

So thank you for being here and sharing that special sparkle
that you have.

And thank you as well to our great Liecutenant Governor, Leo
I\gcharth_y, and our great State representative that we have with us
today.

Mr. Chairman, it is good news that Americans are living longer,
but we're nct necessarily livim} longer in perfect health or with
cc%r(liomic security vz with the loving care that all human beings
need.

The golden yeass for many Americans are growing tarnished,
sonietimes with loneliness and poverty and lack of long-term care
and loss of dignity.

There is 1w other issue, Mr. Chairman, that cries out for redress
such as this one.

The other day we learned about a gentleman who had been in &
nursing home in California for some 14 years and this story was an
incredible one. He had been paying with his own funds for this
nursing home care.

When he ran out of funds, he had to go on medicare, Mr. Chair-
man, and the nursing home where he had been for 14 years said,
“Sorry, sir, we don't take medicaid patients.” And they proceeded
to try to remove him from this nursing home in which he had been
for 14 years.

Now, I ask you if this is an America of compassion?

Is this an America that we can be proud of?

I think that when we hear of examples like this we don't feel
proud. e don't feel good about our country. It is a shame upon
this couatry that people must los their last dime before getting
any assurance of long term care and I know with your great leader-
ship, Mr. Chairman, you will take this issue across this great
Nation and we will come up with solutions, and today, as we listen
to the witnesses and our great Lieutenant Governor, I think we've
made a start.

Thank you ver% much.

Mr. Pepper. Thank you very much, Mrs. Boxer. We appreciate
your excellent statement.

Now, we'll be pleased 1. hear from the distinguished chairwoman
of the Aging Committec of your assembly, Mrs. Jean Mourhead.

STATEMENT OF JEAN M. MUOORHEAD, CHAIRWOMAN, ASSEMBLY
COMMITTEE ON AGING AND LONG-TERM CARE, CALIFORNIA
LEGISLATURE

Mrs. Moorueap. Mr. Chairman, thank you very much for the
hcnor of being here with you today and your distinguished col-
leagues and my own colleagues from the State. ,

As chair of the Committee on Aging and Long-Term Care, I've
had hearings during the late fall as you have had. Two out of those
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four hearings were on Alzheimer's disease and ] share with you the
great concern that we are doing nothing with regard to research
with a disease that affects one out of three families in the United
States with most likely far more.

We in California are about to change our licensing laws so that
we can have the day-care facilities that are necessary, so that we
can have the necessary secured facilities.

The testimony that we've heard is that we've gone to opening up
all facilities and an Alzheimer's patient needs a secured environ-
g;ent, on~ that will make them be independent for as long as possi-

e.

I share those concerns with you at the S ate level where we will
be introducing legislation to that effect.

What we need is the help and coordination of the Congress to ac-
complish what we wart to accomplish in the State of California.

I also discovered in the hearings that I have held—in this State,
at least, that this society puts a greater priority in the care of vur
arimals than our elderly.

‘iscovered that a zookeeper, for exam,le, makes $8 an hour, be-
cau.: we ca“” about our animals, but a nurse assistant working in
a nursing home makes $3.50 and yet we expect that nurse’s assist-
ant to include comprehensive and complete care.

We've got to bring about change and we do that by getting
people involved. With your leadership, we can.

I'm delighted to be here. Thank you very much.

[The prepared statement of Mrs. Moorhead follows:)

PREPARED STATEMENT OF Jean M. MooriiEAD, CarwuMAN, AssenmBry CoMMITTEE
ON AGING AND LONG-TERM CARR, CALIFORNIA LEGISLATURE

I am deeply honored and extremely delighted to share the das with 'Senator”
Pepper, whe Is perhaps the most elogueat ~oice in Congress, speaking out for the
concerns of the elderly, with Congrussman Roybal, the Chautman of the Commuttee
of Agirg, with Representatives of vur Califurnia songressional delegation, Congress:
weman Sala Burton and Cungresswoinun Barbara Boxer, with Congresswomean
Mary Onkar, our Lt. Governur Leo McCarthy, and our speaker of the assembly,
Villie L. Brown, Jr.

“Long term care,” or chronic health care, is the most bw rdens.me concern among
the clderly, the functionally impaired, the chrunically-ill, and thewr familics. When
*he California senior legistature convened this past Octuber, seven out of ten prupos-
als sent to the regulur legislature were concerned with health care. Yet. the care
that is availahle tends to bx both inappropriate and extremely costly. The tragic re-
ality is thet today’s health care is much more expensive than it needs to be and 18
also non zesponsive to the needs of the patient and the patent’s family. Consequent.
ly, the elderly and disabled are not only given poor quality care but are stnpped of
‘!’ ehix dignity and independence as well. They are literally warehoured until

eath.

The need for the development, expansion and prumotion of more commumity
based, home-vriented, and preventive health care alterpatives should be the most
imﬁormm objective for ginernment at all levels, and for the health care industry as
well,

Over the last decade, we have scen the establishment of innumerable pilot pro-
grams to demunstrate the effectiveness of these commur.ty-based and hume-orient-
cd alternative modes of care. Many of these pilot prugran.s have proven their effec
tiveness. [ believe it is now tirue to make a clear and unwavering commtment to
expanding and mainstreaming these prugrams so that a'l elderly and functionally
im}gaircd persons may have acvess to effective and responsible care.

ailure to saove in this direction will cnly pruve to be penny-wise and pound-fool-
ish In view uf this, it is quite disconcerting to hear of pruposals by the present ad-
minis..atin in-Washington to scale-duwa the current mz-x!u:nre system. In spite of
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its wnsiderable prublems, the wmedicare system should be retained and expanded to
cover aduit day health care aud more home health services.

In addition tv expanding pruven programs and smplemienting proven coneepts, we
must alsu expand the budy of knuwiedge and address the unpacts of Alzheimer's dis
case and disorders related to aging, [ have heard from hundred of individuals
throughuut the State of Califurnia of the hivong hell that both victims and fanauly
members endure as a cesult of Alzheimer's disease, 2.5 milhion persuns are affected
by this tragic disease, yet we du nut know whit causes it, how to cure it, or even
how to treat its symptoms. .

Finally, we must smpruve the trauning «and, 10 sume cases, the pay, of thuse in the
health professions so that they ece prepured tu treat lung term illnesses. At the
present Lime, many zvo-keepers are gcm:r trained and better pad than pnimary
care-givers in nursing homes.

We have a long way tu gu. This Hearing and youd vestimuny wall hopefuily move
us in the right direction.

‘wenator Pepper’s staff has expended cunsiderable effurt in planning this hear
witg and lined up some very expert witnesses. Su, I ook furward tu heaning from you
and learning from what you have to share with us.

Thank you.

Mr. PeppER. Thank you very much, Ms. Moorhead. We're delight-
ed to have your exceflent statement and I'm so grateful to have
huse two distinguished repiesentatives of your legislature, because
we must work together at the Federal and Lthe State level if we're
going to accoinplish what we should for the elderly of this country.

Now I'm very pleased to introduce another distinguished citizen
of your great State, chairman of the Subcommittee on Aging of the
State Senate of California, a man who has a long and brilliant
record of service to the elderly, chairman of the Subcommittee on
Aging of the Senate, Hon. Henry Mello.

STATEMENT OF HENRY MELLO, CHAIRMAN, CALIFORNIA
SENATE SUBCOMMITTEE ON AGING

Mr. MeLLo. Thank you very much, Congressman, and I'm cer-
tainly pleased t.» welcome you here to California and thank you for
the great leadership that you have provided in Congress.

We are truly indebted tu this fine gentleman, whose excellent
leadership on the important issues affecting our elderly we ac-
knowledge.

I will just summarize my statement because it will be there to
present for your record.

I would like the committee to know that what we are atlempting
to do in California is to develop programs for keeping people in
their homes for as long as pusaigle and providing services to defer
the institutionalization of our elderly. One of our programs that is
working quite weil is the adult day health care program which I
have authored for the last 4 or J years to get startup funds. We
now have about 30 centers operating in California. This year we
have 85 new applications by agencies for new .dult day health care
centers throughout the State.

The second program is the multipurpuse senior services pregram
that our distinguished Lieutenant 50\ ernor, Leo McCarthy, started
as a pilot project.

The project has now turned into an ongoing program and will
continue to be funded, It provides services for purposes thet are in
imminent risk of institutionalization. Without this great program,
close to 100 percent of the clients would be, of course, in institu-
tions.
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Two other of my bills I think are very important, because in
order to keep people in their homes, you must have housing for
them. One of my bills is shared housing where we try to match up
the needs of senior citizens and place them together in sharing the
cost of housing.

We will now be serving over 6,000 new clients this year because
of the expansion of the shared housing program.

Another one of my pieces of legislation is the granny housing bill
a term and practice which was started in Australia and is now a
law in California. It allows the placement of a second unit on a
single-family lot. Many persons—frequently elderly are living in an
underutilized home. By a granny housing concept, they can move
in the smaller hoine and lease out the larger home for family
income.

Another breakthrough that's happening in California—and again
I want to thank our Lieutenant Governor for his leadership and
that is the Little Hoover Commission report on nursing homes.

There are some shocking revelations throughout the State of
California about the care of the elderly and avoidable institutional-
ization of the elderly. One of the most blatant practices that is
being used is when a person is a private-paying patient and they
run out of funds and nave to convert to medical, and they are
given notice of eviction by the nursing home.

I think it is very cruel to evict sumeune when they can no longer
pa{ private fees. So I'm introducing a whole package of bills that
will call for scgmented surve;s of the nursing humes and ways in
which we can bring them up to the quality of care that we in Cali-
fornia hope for and-desire.

The whole question of respite care is also important, because in
order to provide much needed care for our senior citicens, we must
provide hospice care and respite care and a variety of programs.

Last, of course, is that of nutrition.

It's shocking to see that in California, our present administration
blue penciled over $2 million from the budget for senior nutrition
when we have 4,000 people a day being tuined away from nutrition
sites.

We have 9,000 people on the waiting list for home-delivered
meals, yet we are not providing the adequate nutrition, Congress-
man, and i know you agree that this is one of the really important
things that we need for our people. proper nutrition and proper
feeding.

So, those are my remarks, Congressman, and again I want to
thank you for haviug this hearing in San Francisco where we can
come here and tell you a little bit about California’s Y‘roblema and
our solutions and our desire to continue to work with you in this
whole field of helping the aging.

Thank you very much.

[The prepared statement of Mr. Mello follows:]

PREFARED STATEMENT 0F SEnaTuR HENRY J. MELiw, CHAIRMAN, CALIFURNIA SENATE
SUBCOMMITTEE ON AGING

I am leased at this upportunity to juin with Cungressman Claude Pupper and
uther elected ufficials of the Federal and State gosernment for today 5 heanng on
lung term are. It is a great pleasure to be here with Cungressman Pepper, who has

15.
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exeraised such a magmificent leadership rule on behalf of older people throughout
the United States. 1 had the pleasure of mecting with him in Washington some
months ago to discuss, amorg other matters, our common concern that older Cali
formans represented 1n appropriate numbers at the conventions of both the
Democratic and Republican parties. I am continuing to pursue that issue here in
California. .

have been consistently impressed with the great importance older persons give
to remaining 1n independent living. Quite understandably, nothing is dreaded more
than unnecessary institutionalization, .

Let me first emphasize that in seeking the goal of independent living for Califor
ma s elders, I have given special attention to the Multipur Senior Services Pro-
frnm \MSSP) approach within which Adult Day Health Care is a key element I
have also pressed forward with innovative programs in housing  recognizing the
important role of decent shelter for older persons. I am also exploring the need for
respite for family members ana for broadening the availability of senjor nutrition

Let me review some of my_recent legislation bearing on these topics. SB 134—
Adult Day Health Care, SB 722—Multipurpose Semior Services Program, and SB
19—Shared Housing.

SB 134 (CH. 1208-1983), the Adult Day Health Care bill, provides $350,000 ia
start-up funds for Adult Day Health Care centers. It was signed by the Governc.
September 28, and became effective immedintel{.

There are currently <9 licensed Adult Day Health Care centers in 14 counties in
California. [ am pleased to report to you that as of the end of November. 84 letters
of interest had been received from 37 counties requesting over $3.6 million in start
up funds. This clearly indicates the tremendous need for continuation and expan
sion of Aduit Day Health Care services. I am having a bill drafted now sceking 31
milhion 1n added start-up funds for Adult Day Health Care. 1t 's one of my legisla-
tive priorities for 1984—as " is of the California Senior Legislature.

As ndicated, Adult Day .lex tl: Care is an essential element in the Multipurpose
Sentor Services Program (MS:3P; approach. SB 722 changed the Multipurpose Senior
Services Project fr 'm a demonstraaon project to an ongoing program The typical
MSSP client 1s a ww-income, 18-year-old widow who lives alone and_has serious
health compiications. Approximately 30 percent of the MSSP caseload is comprised
of clients at imminent risl. of nursing home care. This populatioa especially will be
served by SB 722,

In the best of circumstances, some frail elderly will face approprinte nursing
home piacement. I chuired a heauing of the Scnate Subcommittee on Aging recently
1o review a series of magor recommendations for nursing home reform develozed by
the Littic Hoover Commission with the assistance of an advisory committee chaired
by Lt. Governor Leo McCarthy. T am having legislation prepared to implement those
recommendations. )

In respect to housing, I would like to mention Senior. Citizens' Shared Housing
and Second Unit Housing as smpurtant progtams to assist keeping older people in
Califorma in independent hiving. SB 19 «CH. 1307-1983) was signed into law on Sep
tember 3V, and became effective immediately. It establishes a permarent senior citi-
zens' shared housing pro%rnm. )

$B 19 appropriates $300,000 from the Rental Housing Construction Fund and is
expected to assist 6,000 persuns with shared housing arrangements Some of these
gersons may be other than sentors because of a new intergenerational feature in the

ill. There are currently over 60 shared housing organizations statewide

SB 1534 (CH. 1440-1982) 15 a follow-up to my “Granny Housing" bill, (SB 1160,
CH. s5i~19#1s. It encournges local governments to allow creation of a second unit in
an existing residence. Second units represent o viable means of increasing our
rentat housing stock, while maintaining the mtefrit; of our single family neighbor
hoods. Second units provide homeowners with declining incomes. such as seniors.
wuh_a\e(\ivny to remain 1n their home because of the additional income and security
provided.

A specific aspect of long term carc that attention is called for at both the State
and Federal levels is the role of families «n pruviding long term care to disabled and
clderly adults. Families provide 80 percent of all medically related and personal
care to chroncaily 1l older persons in their home. This zommittee will hear first
hand today about the overwhelming responsibilities that can accompany caring for
S Pailing Spouse, parent or adult child on o full-time basis.

Public policy must recognize the needs and the dedication of family caregivers,
and permit and encournge provision of respite care services. By allowing these indi
viduals some personal tme away from their caregiving responsibilities, we can en-
hance their ability to continue to provide quality care and prevent the physical and
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emotional deterioration that might otherwise occur. Without respite services, many
family members may feel compelled to institutionalize the.r loved one, and may
even require hospitalization or institutional care themselves. These famihes save
the public millions of dollars a year in social services and mnstitutional costs. It 1s
sound public policy to support and encourage their efforts.

Iam currently examining the whole question of respite care services 1n Cahforna
in order to identify roadblocks that exist and to determine what positive steps nught
be taken to build our long term care policy in respect to the wital role famihes are
playing It would be helpful if this Subcommittee undertook to actively pursue
changes in Federal jaw in this area, notably in Medicare and Medicaid. We need to
also involve private insurance carriers in long term care coverage.

As we all recognize, there is a close interrelationship among the vaned programs
that are aimed at keeping older people in independent hiving. 1 have discussed ns-
pects of health care and housing. Clearly, senjor nutrition 1s another vital compo-
nent I am committed to broadening the availability of senior nutrition programs i
Catifornia to help satisfy a substantial unmet need.

¥ am pleased to report that through close contact with Congressman Leon Panet-
ta, Chairman of the Subcommittee on Domestic Marketing and Nutrition of the
House Committee on Agriculture, I and others of the Senate leadership have made
it possible that surplus food commodities, valued at $2.8 million that are available
through the Federal Emergzncy Jobs Act, are now being redirected to semior nutri-
tion sites in Californin in order to achieve their full utilization,

Nutrition, housing and Adult Day Health Care are all vital components m a
system of long term care such as we are striving to develop in California through
AB 2860, authored by then-Assemblyman now-Senator Art Torres and of which I
was principal Senate o-author. The objective of AB 2860 1s the hnking together of
these and other health, social and personal care programs into a system. The Gover-
nor has established an Interim Office of Long Term Care to devise an administra-
tive plan for implementation, which will consolidate into a new Department of
Aging and Long Term Care the programs presently located in 4 state agencies and
19 other governinental units.

We expect the administrative action plan to be submitted to the Legislature by
the first of January, 1981 There are indications that difficulties exist 1in implement-
ing AB 2560 which can only be resolved with the ceoperation of the Federal govern-
ment.

When we receive the Governor's report detailing specific problems that need to be
addressed, such as certain waivers, we will be asking the assistance of you, Con-
gressman Pepper, and the Subcommittee.

Thank you for this opportunity to be with you today. I look .rward to working
closely with you on the many problems facing clderly persons.
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Mr. PeppER. Senator Mello, thank you.

We are pleased this morning to have represented here on this
podium, a representative of the Congress of the United States, a
representative of the Senate and the House of Representatives of
your assembly. So we have cooperation at the Federal, State, and
local level. And now I'm pleased very much to introduce again, for
a statement that she will make, Joyce Ream, who is the director of
the San Francisco City and County Commission on Aging.

Ms. Ream, we're pleased to have you here.

STATEMENT OF JOYCE REAM, DIRECTOR, SAN FRANCISCO CITY
AND COUNTY COMMISSION ON THE AGING

Ms. REaM. Thank you very much, honorable chairman and mem-
bers of the panel and Hon. Lieutenant Governor.

I bring you warm greetings from the mayor of San Francisco and
the San Francisco Commission on Aging.

A little while later in the program Dr. Mervin Silverman from
the Department of Public Health will be entering detailed testimo-
ny from Mayor Feinstein.

I would like at this point to reiterate both the concerns of, and
the opportunities for serving seniors, both of which I think are ex-
emplified in San Francisco.

We think you honor us by having a hearing on this issue here.
Long-term care is of particular importance for San Francisco, since
137,000 of our citizens or over 20 percent of the population of San
Francisco is over the age of 60.

We have grappled with the issue of long-term care. I think one of
the encouraging factors about San Francisco is that we have had
extensive coope-ation between the Department of Public Health
and the Commission on Aging, between public and private agen-
cies, and with foundations in terms of also providing financial
funding.

The continuur: of cooperation that has occurred in this city is
one of the delights, so far as I'm concerned, of working with this
issue.

Yet as we view the issues of adult pay health and long-term care
we all recognize that we are not dealing with these programs in
isolation, that there is an enormous Federal impact and State
impact on what it is that we are able to do.

To the degree that we can hear both from citizens here today, as
well as from the assembled public officials, I think we'll all be in a
position to be able to see what we have to work with, and how we
can coordinate that better to provide a better life for seniors, in
San Francisco, in California, and in the Nation.

Thank you very much for having me here today.

I plan to listen with gres . interest.

Mr. Pepper. Thank you very much, Ms. Ream.

Befure we begin now with the rest of the program, I want public-
ly to express for all of us, our appreciation to Chief Judge Peckham
who made possible our use of this ceremonial courtroom for this
hearing. We are grateful to Judge Peckham for that kindness.
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Now, we have a great honor and pleasure to introduce one of the
outstanding advucates of the elderly in the whole of America, your
distinguished Lieutenant Governor.

You know, of course, that he was formerly speaker of your as-
sembly. He's one of the leaders in the public life of this great State.

We know him all over the Nation for his advocacy of-causes re-
lated to the well-being of the elderly.

I had the privilege and the honor of having breakfast with him
this morning and we talked about these matters of mutual interest
and concern.

So I'm very pleased to present as our first witness your distin-
guished Lieutenant Governor, Hon. Leo McCarthy.

We welcome your statement, sir.

STATEMENT OF LEO McCARTHY, LIELTENANT GOVERNOR,
STATE OF CALIFORNIA

Mr. McCarthy. Thank you, Mr. Chairman, and distinguished
members of the panel.

I'm grateful to have this chance to testify.

Mr. Chairman, I wanted to say first of all that those in-our line
of work don’t normally admit to themselves that they have role
models that they admire enormously.

You are one for many of us .nd I'm very grateful for what you
have done for four decades and the intensity that you still bring to
try to ease the conditions in which many elderly people live in
America.

I got into it 20 years ago, less than half the time you've been
spending in this field, but it was 10 years ago that we authored
nursing home reform legislation in California. At that time, frank-
ly, with the help of media exposes, good, old fashioned digging jour-
nalism, we found out just how many abuses were being committed
in this State and we authored a number of laws then.

Frankly, they came about because seniors in this State organized
and they wanted to send the message to the legislature and to the
then Governor ihat they were not going to tolerate the hind of
misery that many Californians werce living in in the nursing
homes.

Those 10 years have gone by and at the beginning of this year
the leadership of the Little Houver Commission asked me to chair
an advisory committee, because they had held some hearings and
they found out that, although we had tightened up the inspection
program, and althvugh we instituted a penalty system where you
didn’t have to go through the interminable court action to get a
suxspension or revocation of a license to run a nursing home, you
stili had a better method. You could impose penalties and we still
had many abuses goinf on in the State of California.

We have 100,000 elderly Californians in nursing homes, frankly,

over a third of them shouldn’t be there. You're addressing those
issues in the Congress, but the fact is we haven’t provided for alter-
natives to full institutional care.

So we tried through public hearings and through careful, docu-
mented research to examine the conditions that we have today in
nursing homes in this State.
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We caine forward with 80 recommendations, M. Chairman and
members of the panel, and we're going to put those in legislation to
be introduced in January.

Sitting on that advisory conimittee were representatives of Sena-
tor Mello and Assemblywoman Moorhead wiv were quite serious
about pushing forward with those recommendations and who were
well aware of the fact that the nursing ‘ome industry in the State
of California, which has contributed more than $300,000 in cam-
paign contributions to members of the legislature in Jjust the past 3
years, is going to fight us on many of those recommendations, be-
cause they don’t like tiiem acd they think that they can quietly
prevail in the proceedings, pernaps late at night, of some commit-
tee meetings when we may struggle for a quorum and win on a
number of the active provisions.

Well, the seniors of this State are not going to let that happen,
Mr. Chairman.

Yesterday in Sacramen‘o we had a meeting of 2 coalition of
senior leaders from z:ound this State. These sume two State legis-
lators had representatives there.

We heard what happened and we understand that seniors once
more in Califoraia are not going to tolerate what's happening in
institutional care, because there are too many bad examples of
what is guing on and frankly, they are tired of being had.

They're tired of patronizing statements, pats on the head, if you
will, including those frcm a number of people in both parties who
pretend that they are friends of the seniors and then fold when the
rather substantial economic forces that profit from nursing homes
ia this Stat~ =<t involved in the bill process in the legislature.

They're ,. foing to let that happen.

They're |, .ng to do a number of things to prevent it from hap-
pering.

One of the things they are going to do, Mr. Chairman, is to circu-
late petitions “n this State and they're going to gather as many sig-
natures as would be required to qualify a constitutional amend-
ment in the State of Califor.iia.

But they’re not going o put that on the ballot, because these
seniors were raisedg in the tradition of representative government
and they want to have faith and trust in our Governor and in the
membership of the legislature.

But they're going to give a demonstration that if they were going
to pu* 'n initiative on the ballot, they could easily qualify it.

So t*ny are going to gather up over half a million signatures and
they’re going to address the legislature in respectful terms, and the
Governor of this State, and they're going to ask for adoption of
these recommendations.

Two thirds of these 80 recommendations require statutory
change. About one third require administrative action.

They’re very basic kinds of things:

Establishing a consumer information system, if you will. Los An-
geles County did this on their own initiative. They get a 100 calls a
week and at least they're in a position to have a do-not-refer list to
make sure that family members do not send their parents or
grandparents to nursing homes which have horrible records, which
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cut corners, and are not sensitive to the elderly znd disabled people
in their midst.

Then we're going to recommend that where you have good wit-
nesses that are fearful of intimidation. employees of nursing homes
or family members, who are afraid of what wiil happen to their
families, that when we have good, solid, subste.atial evidence, that
we get our department of health services people in there very
quickly.

Now, there’s a lapse of time, and maybe there would be a way to
correct some of the bad things that are happening bu! we don't get
to address the abuses that are going on.

We have enormous space problems in this State. There is tre-
mendous pressure because of the lack of alternatives to fuil-time
institutional care,

We have 95 percent occupancy in the nursing homes in this
State. We can't even f{ind beds for medical patients in the bay area
and many other parts of the State.

Well, we could go on and on with a series of recommendations,
Senator Mello referred to one which is an outrageous kind of
action, that if you enter a nursing home privately funded and then
your funds expire after 6 months or a year, even if you're eligible
for MediCal in this State—you can’t then use those funds.

You're thrown out of the nursing home because they don't want
to deal with MediCal patients.

Now, there is something basically wrong with that kind of value
system that allows that sort of action t occur again and again,
hundreds of times in this State.

Mr. Chairman, we are trying very desperately to establish alter-
native methods so that we don't have this pressure to keep commit-
ting people to the anonymity of institutional care nursing homes.

I want to insert here that there are some nursing homes in this
State that go out of their way to run good operations. Unfortunate-
ly, there are too many that view this solely as a profitmaking kind
of operation.

Now, maybe we thought that we were doing the rignt thing in
the Federal Guvernment in the mid-sixties when we got this going
and I think we have improved the lot of the elderly.

We still have allowed an institutional pattern to develop which
unfortunately permits a lot of abuse and neglect of elderly peopic.

You're trying to address this in Congress when you say let's de-
velop some kind of alternatives.

Senator Mello sponsored the adult day health center programs in
this State. He struggled in just the last 2 years, passed bills for $1
million appropriations and the Governor slashed them $250,000
and $350,000 in 2 successive years.

We thought 5 years ago we could get 300 adult health centers es-
tablished. We are at 28 and struggling to increase it.

We know it costs a lot more money for institutional care. We
know from the MSSP programs that the Senator referred to, multi-
service senior projects which were jointly funded by the Federal
Government, that we save at least $3,000 per patient over the year
over the costs of what it would take to put those high-risk elderly
into full-time nursing home care.
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We know if we keep ther, independent and, not too incidentally,
help them keep their dignity, pre.ent them from losing all seif-
esteem, we save money.

So we can make the argument on economic grounds.

Those MSSP programs went into eight communities in this State,
rural and urban, different ethnic mixes, and we know consistently
that we have the technical and financial data to prove that we can
have alternative care in the State of California.

Mr Chairman, we desperately need your help in Washington to
try to push these through. If we had 20 Claude Peppers in the Con-
gress of the United States, we'd make things happen.

We'd bring the Reagan administration around so that the
changes would occur.

Well, they're really not too complicated. We have to try and
merge medical and medicare funding metheds. It's not sensible to
pay extensively for medicare treatment in acute-care hospitals and
then not follow up with some kind of continuum of care and make
sure that people don't go back into the sort of health conditions
that would once again require acute care, at very rxpensive acute
care hospital.

We've got to merge the use of those two funds and then we've got
to amend the medicare law and indeed the medical law more gen-
erously to try to allow the financing of alternative care.

The day-care centers that Senator Mello has pushed.

The MSSP-type programs. ]

Anything that will give the elderly some modest health check-
ups.

Help them with the daily needs they have, with banking, and
shopping, and give them some sort of social contact.

That simple combination js going to keep even high-risk elderly
out of institutional care.

I don’t think the commonsense of this would be missed by any-
body if only we can get their attention.

I think you're going to get their attention. There are a lot of
people that don’t know * hat you're duing throughout this country,
but more are finding out and I just hope you keep continuing in
}he intensity you've brought to this field on into the indefinite
uture.

I perscnally thank you very much and thank you for allowing
me to give this testimony.

Mr Pepper. Thank you, Mr. McCarthy, and I want to thank you
for your expert statement. We thank you for what you're doing,
the fact that you're trying, with your colleagues here, to make life
better for the senior citizens of California.

I imagine that you have, as we do in Florida, a large percentage
of your population who are over 65 years of age.

When I was born in 1900, only 5 percent of the people of this
Nation were over 65 years of age. Now, 11 percent—over twice as
many, percentage wise, are over 65 years of age.

I'm talking about 65 years now, not 60, or 55 years, but 65.

The fastest growing segment of our citizenship percentage wise,
is people over 85. I hope that I make it 2 more years, because then
I'll get within that 85-and-over group that is supposed to live a long
time.
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Now, what are we going to do? Are we going to neglect the needs
of that large percentage of our population? Are we going to deny
them a right to work, for example, to keep on working if they are
competent and responsible in their jobs?

_Ox") are we going to make them victims of welfare in order to sur-
vive?

We see that we have a serious need to order our society and to
construct our programs to help those people who I believe are the
most deserving in our citizenship, because they've been here the
longest, they have done the most for our country.

They are generally the fathers and mothers of the dominant gen-
eration. In war they wore our country's uniform. In peace, they've
borne the burden of the economy.

They've heid up the standards of patriotism, religion, morality,
and decency. I call the senior citizens the VIP's, the very important
people of this country. And today they are not ieceiving the medi-
cal care that they should have.

I would hate to think that America is so lacking in compassion
and concern that Americans are permitted to die before their time
because they can’t afford the medical care that might prolong their
lives a litt}, bit.

And we don’t think enough of them, in gratitude for what
they've done, to try and make their last part of a long jourrney as
pleasant, as healthy, and happy as can be, and give them an oppor-
tunity to remain positive forces in our country and in our society.

Yet we know, for example, that drugs that are taken in the home
by senior citizens who are on medicare, although prescribed by a
doctor, are not covered by medicare.

We know that there is no dental care provided under medicare.

We know that there are no hearing aids provided under medi-
care.

There are no eyeglasses provided.

There is no preventive care given. Even if you could have a test
of your blood pressure, find that it was high, have it treated, and
avoid a stroke, and all the incidental expense that would follow
that stroke, even that desirability doesn't mean that medicare is
going to cover it.

They tell me it costs $100 down home to go into a doctor’s office
and just get a simple test of your blood pressure.

So medicare does not give preventive care. It gives relatively
little care in .he home where many peopie would prefer to have it
and where it could well be given an(ﬁ)e much less expensive than
the care in a nursing home or hospital.

I think the Governor told me this morning that probably in Cali-
fornia the average cost of nursing-home care would be in the range
of $30,000 a year perhaps, and there are a million and a half people
in nursing homes. He told me that maybe half of them would not
need to be there if they were at some other place where they could
be properly cared for.

Now, it may well be, Governor, and I think you and I were agree-
ing on this—it may well be that the coming financial crisis that is
due in about 4 years in respect to medicare may give us, at the
Federal, State, and local levels, just the incentive to try to revise
this system in a way that will make it less expensive to the Gov-
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ernment, less expensive to the patient, and provide more medical
care to the patients than they're getting at the present time and
that’s what we’re working toward, is it not?

Mr. McCaRTHY. That’s right.

Mr. Pepper. Well, you've been a very innovative worker in this
issue and we want to continue to work with you, Governor, angd
with the members of the legislature and the city authority toward
that end.

Mr. McCaRTHY. Thank you.

[The prepared statement of Mr. McCarthy follows.]

PREPARED STATEMENT OF LT. Gov. Leo MCCARTHY

On behalf of all Californians, and Senior citizens in particular, I welcome you to
our Golden State.

I am pleased to have an opportunity to testify before your Subcommuttee because
one of my personal priorities, for more than a decade, has been the improvement of
our :s]ystem of health care for the elderly. As a State Assemblyman and Chairman of
the Joint Committee on Aging in the early 1970s, I learned of the tragic dilemma
faced by thousands of older Caiifornians each year—the dilemma that in order to
receive needed services, they had to give up living independently and enter nursing
homes It became clear early on that there had to be alternatives to istitutional.
ized long term care.

Along with a number of my colleagues and fellow Californians, I have worked to
develop these alternatives, and I believe that California has established n record of
leadership in this area But the conclusion is also inescapable that much remains to
be done, much of our hardest work lies ahead of us.

I believe that today we face two major issues. First the need to continue upgrad.
ing of conditions in long term care facilities, and second, expunding the avadability
of alternative long-term care programs.

One year ago, Nathan Shapell, Chairman of the Commission on California State
Government Organization and Economy -more popularly known as The State Little
Hoover Commission - asked me tu Jhair the Commussion’s Advisory Commuttee on
Nursing Home Reform.

Having authored lzgislntive refurms in the early 1970s because of the deplorable
conditions that existed at that time, I was pleased to accept Mr. Shappell’s invita-
tion.

Commission hearings late last year had established that ten years later, despite
the reforms enacted during the 19705, we have come almost full circle. Testimony at
these hearings made it plain that many of the same problems still exist. problems
including poor quality care, the inability uof residents and their families to dentify
and find space in the best care facilities, and, most shocking of all, continued out-
right pr}:fvsmnl and mental abuse of residents.

In order to understand the probleras that continue to persist in nursing homes,
the Ad-isory Committee was &rmed to examune the 1ssues and propose sclutions.
The Commiitee was comprised of a broad sprctrum of the state’s population and 1n-
cluded representatives from both the public and private sectors.

The Committee worked very hard to gather information. and to listen to the view-

points of all sides of the issues we were considering. On August 17, 1983, we released
our findings and recommendatiuns to the public and the Legislature in a report en-
titled, “The Bureaucracy of Care.”
. There are over 80 detailed recommend: tions in this report. Some call fo, changes
in administrative policy or regulations ind others call for new legislation. All are
necessnr{; so that facilities which prov'de good care will not be hurt by the public
distrust brought on by those who abvse both the system and these whom they are
charged with protecting.

T have brought a summary listing .f some of the highlights of tliose recommenda-
tions and will present them to the C ;mmittee later. But allow me to point out just a
few of the recommendations and the reasuns we believe they are so smportant.

We are calling for the developmeat of a consumer information system which wail
allow those in need of nursing home care to identify quality facilitizs, rather than
make a choice based upon insufficient information and accompanied by fear and un-
certainty.

Los Angeles County presently has a system which recerves over a hundred calls a
week, and places low-standard nursing homes on its “do aot refer” list.
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Another provleni we believed needed to be addressed was the question of eyewit
nuvs evidence as a basis fur cumplaints, We learned of a vase where a nursing home
empluyee, horrified by the worsening ulcer un the back of a patient, filed an anun
ymous vomplaint. She iater learned that there had been no action because the wom
plaint was “unsubstantiated” dy other evidence.

We believe that these in numsing humes hardly have the resvurces to produce
wurtrouni-style evidence fur cumplaints or abuses to which they may be the only
witnesses. We urge that eyewitness statements be given \.I'L‘(flblht) unless vut
weighed by other evidence, that witnesses have appeal nights, and that it should be
a cnmanal uffense (o retaliate against thuse who make such complaints. In the wse
of the patient with the back uleer, if that nueing home emiployee vould have cume
forward without fear of being fired, the case might have been fullowed up much
more thoroughly.

Another reeummendation s to ease the present imatations on available space in
nursing homes, Statewide, their sieupancy rates are nearly J5 pereent, and in many
areas there ave long waiting lists. We believe more space is needed.

Ar example of the aced fur more space was Jearly demonstrated carlier this year
when a convaleseent center in Northern Califurnia announced it was converting to
the more lucrative business of drug rehabilitation, and ordered its 110 patients to
muve vut within two ronths, The wenter did this despite a desperate shurtage of
available places fur thejpatients to gu. One 81 yearold retired school teacher finally
found a place for her 8 yearvld sister, why, (ﬁl)b later, died of a heart attack. The
surviung sister feels it may have been brought un by the shuck of the move.

Not unly ate more nursing humes and more beds needed  for thuse persuns who
really need arvund thedoch care  but we need the expansion of prugrams that pro
vide alternatives to nursing humes. Two examples of those alternatives are Adult
Day Health Care programs, and the Multi-Purpuse Seniur Services Project.

Adult Day Health Care (ADHC; in California began as a senies of federally funded
demonstration projects providing health and suial services. Eighty pereent of thar
clients are senior citizens,

Califurria’s gueal was to have 300 centers statewide by 1982, We fell “somewhat”
short of that goal there are nuw 26 centers in operation. The main probiem, quite
simply, is funding.

Last year, a bill authored by Senator Henry Mello, Chairman of the Scnate Sub-
wmnittee on Aging, requesting o nulhon dollars fur start-up funding of new cen
tery, was wut to 3250,000. This year, anvther nullion-dollar request was slushed to
$330,000. Thanks to the permstence of legislaturs wke Senatur Melly, we're moving
forward; at a terribly slow pace, however.

The Multi-Purpuse Senior Services Pruject MSSP; 15 one dear tu my heart  while
in the legislature, I authored the 1977 law which established this program.

The program provides counseling and support fur senioes in anstitutions ur at high
nsk of being insttutivnalized, with the objective of enabling them tv live independ
ently at home. Nearly two thousand elderly Jients are nuw being helped by MSSPs
in California.

There are two hallmarks to these programs. They protect individuals by presery
ing theit andependence and sense of self-worth, rather than condemning them to the
gray haze of institutionuhizaton, and they are vosteffective. Clients receive Adult
Day Health Care at a wust that 1s vver three thousand dollars a year less than nurs
ing home care, MSSP Llients attain a public wst saving of vver four thousand dol
lars a year cach. This makes budget<utting of these servives an exercise in iruny

a they don't cost, they save, both money and lives!

I have brought fur your review a display which 15 titled.  Histurical Seyuence of
Events in Long-Term Carc in Califormia, 1971-1983.” It provides a chronology of
events  heanings, legislation and programs ~ on how lung term care and its alterna
tives have progr in our state, I will provide each of you a copy.

Vhen my task furee released its nursing home study in Sacramento on August 17,
1353, I called on sunie of my former colleagues in the legislature to bring activn am
meduately su that these recommendations may bewume effective as soun as pussible.

I am pleased o annvunce that buth Senatur Mellv and assemblywoman Jean
Mouurhead, Chaswouman of the Assembly Committee un Aging and Lung Term Care,
held such hearings earlier this fall.

I am confident that o comprehensive legislative package will be intruduced in the
January session of the State legislature, And we will work very hard to get that
legislation enacted.

I am alsv very enthusiastic abuut the respunse we received at a meeting 1 held
Just yesterday in Sacramentu. The purpuse of the meeting was to furm o statewide
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coalition of urganizations in the aging network in order to develop steategies to
make these reforms a reality. It's going to happen!

I know that yuu're all aware that California has been wmoig the leaders in estab-
lishing innovative long term care prugrams for the eldetly. But we have a long way
to go.

As Congressman Pepper so aptly put in in his letter to me, "It is important that
we begin nuw tu determine what the federal role might be in structuring a compre
hensive continuum of vare a long term ware polivy —capable of addressing the pre
ventive, acute and chronic health care needs of our nation’s wtizens,” I agree whole-
heartedly with that statement. Let me suggest sume of the ways in which the Feder-
al Government can help.

1. MERGE MEDI-CAL AND MEDICARE FUNDS

Presently, there is no methud to pool Medi-Cul and Medicare funds to supply
monies for alternative care programs. If a patient 1s chronically il and gets better
under Medicare, that patient is then released frum care. There is no foilow-up or
post hospital care or services provided to the patient puid for by Medicare. The pa-
tient has nu alternatives but to wa; pay for all post-huspital care out of his or her
own pocket, if the patient is considered to be :neligible for Medi-Cal, »r (b) not get
any pust huspital are, detersorate into a chronieally il state again - possibly into an
acute state and eventually die.

2. FINANCE ALTERNATIVES THROUGH MEDICARE

Presently, Medicare dues not puy for any alternative services such as Adult Day
Heulth care. Medicare pays only for huspitalizution or restricted nursing hume care,
which preliminary studies have already shown to be less cost-effective.

3. PROVIDE PREVENTIVE HEALTH CARE FOR THE AGING

No federal money goes to any preventive health care services for the elderly. The
federal guvernment hus not shown o wallingness to grant waivers or support demon
stration services. programs for preventive health, Further, the federal government
is reluctant to expand uny services dike alternative ware or preventive health), It
seems to want to provide hospital and nursing home care funding ONLY.

These suggestions must be given serivus consideraiion if we are to reach those oo
Jectives with which this Subcommuttee is churged. There are a number of other rew
vmmendations I could make, but I'm.sure they will be covered by others pruviding
testimony here today.

Again, I want to thank you for providing me the opportunity W present testimony
on one of the most critical issues facing older Americans today.
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NURSING HOME RECOMMENDATIONS

The following are Some of the major recommendations of the
report "The Bureaucracy of Care.” Licutenant Governur Leo
McCarthy chaixe¢ the Little Hoover Commission's Advisory
Committee on Nursing Home Reforia.

1. Exnanded Consumer Information Services and Sources

. Create a statewide automated consumer information
system to allow those in need of nursing home care o
identi1fy quality facilities =~ building on the
current Los Angeles County system.

. Inczease consumer involvement through outreach and
ccnsultation by the State's Licensing and Cercifi-
cation Division with interested citizens, residents,
ombudsimen, advocates, and consumer grcup:z throughout
the State.

. Require the Director of the Licensing and Certifi-
cation Division to issue a press release to local
newspapers when the Division takes action against an
area facility, explaining the action and the condi-
ticns that brought it about.

2. fines and Citations .

. Increase maximum fines for "A" violations (which
present imminent danger or death to a patient) f£from
$§5,000 to §lo0,000. Also increase fines for "B"
violations (which have direct or immediate relation-
ship to the health or security of a patient) from $50
- $250 to $100 -~ $1,000.

. Mage czetaliation or discrimination against any
pat:ent or employee who speaks out about conditions
:n 2 facility, a misdemeanor, subject to a fine of up
to $10,000.

[ Maxe falsificat:cn or omission Of material in patienk
care records an “A" violation.

. Expand “B" violations to protect patients' rights, by
redefining "B" violations as thos2 that have a direct
or 4immediate r2lationship to the health, safety,
security, or welfare of a resident.

McCarthy
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. Impose mandatory a jail sentence and a maximum fine
of $50.000 on any licensed health professional who
willfully abuses or neglects a patient.

Appeals of Citations and Fincs
[l
) Extend to complainants the statutory right to appeual
the Division's determination =- ‘a right already
accorded the facilities involved.

] Give complainants, their representatives, and ombud-
smen the right to participate in the citation review
conferences.

° To reduce the time and expense involved in enforcing

citations, reassign "B" violations from superior
court to "a court of competent jurisdiction" -~ which
could be municipal, superior, or small claims court
== and allow the Lirensing and Certification Divi-
sion, instead of the Attorney General, to file small
claims cases.

Sanctions Acainst Facilities

) Give the Division power to halt all admissions to .a
facility when it determines that the facility pre-
sents a threat to the health, safety, or welfaze of
residents.

) Withhold MediCal reimbursement to facilities that
fail to pay their fines for 30 days or more.

MediCal Conversion

) Prohibit the transfer of patient because of conver-
sion from self-pay status %o MediCal.

. Require that facilities reveal their MediCal policies
to the public in advance.

] Require (and provide funding for) facilities to hold
MediCal residents' beds available for their return
during bricf periods of acute hospitalization (up to
fifteen days).

> Prohibit discrimination on the basis of race, color,
sex, creed, national origin, or source of payment
with respect to admission or tzansfers by any Medical
participating facility that participates in the
MediCal program.

McCarthy
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Mr. Pepper. Mrs. Burton, do you have any questions?

Mrs. BurTon. As one who has a 91-year-old mother, and I hope
that she never knows that I told her age, and a father who is 94
and just passed away a few months ago, I think I have lived with
the prublem of the aged and there are some in this rvom who know
that I have lived with it.

What I want to ask you is. What does a nursing home have to go
through in order to get qualified? And then how often are they
monitored? Once every 6 months, every 3 months? Or is it just that
someone finds a nursing home that is not working and not supply-
ll’(li% the type of service they need to supply and are then investigat-
ed?
Mr. McCartHY. Yes.

Mrs. BurTton. The State nursing homes are licensed, aren’t they”
Would you answer that question for me?

Mr. McCarThy. Well, they have to obtain a license. The nursing
home institutions have to go through routine financial responsibil-
ity requirements and have to demonstrate that they have sume ca-
pabllltry] within the health professional staff that t{ney hire to per-
form the job.

So that part's all right. The qualification procedures might be
strengthened, but I think that’s not the main target.

One of the main targets goes to the second issue that you raised.
And that’s the effectiveness of the inspection process. There's a
Federal inspection process and a State inspection process. I really
do think we could do a much better job in coordiné ling those two
inspection processes, because the better nursing homes have some-
times complained that they often go through repetitive kinds of in-
spections and that sounds to me likz a legitimate complaint.

bBUt the spirit of the inspec.un process is what we have to worry
about.

Nursing homes almost alwe.ys know when an inspection is going
to be made so that they can take pains to clean up what problems
may exist.

One of the recommendations that we are making is to change the
timing and the nature of the inspection process. It ought to be
made at any time including at nighttime when it's not expected, or
on the weekends, if you wiﬂ.

And it does not need to be an inspection visit which looks at
every single practice or item vn the premises. The inspection could
be segmented. You might want to look at diet at one time and
other a.pects of the nursing home on other occasions.

We've got to figure out how to do this efficiently and I think we
can.

We had on the advisory committee expert people representing
the nursing profession. We had industry people sitting on the com-
mittee and I think there was a lot of positive comment that we
would change the inspection program so that it would nut be so pre-
dictable and so that it would leave more lasting irapressions on
those nursing homes that will clean up for the visit and then laps2
right back into their practices. , .

Mrs. BurTon. Are their licenses revoked when, let's say, you in-
spect a nursing home two or three times and you find that they're
lacking in services?
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Mr McCarTHY. The revocation of a license is not a satisfactory
remedy It takes forever to carry that through the procedures—the
administrative procedures and court procedures.

So that nursing home can go on for several years and if it does
lose—if it’s at the point of revocation—the present owner will sell
the nursing home to a new owner and the new owner will then
promise to clean up the act of that nursing home.

The laws that I authored 10 years ago were to institute a citation
?_ystem We classified the more serious violations as class A and the
ines could range up to $5,000 per violation.

Then class B violations would be something in the $50 to the
$500 range.

We've also found that the institution of those fines has not been
done in a satisfactory way by the State agency charged with that
responsibility. Some commonsense needs to be apglied.

I you're dealing with a nursing home that has a pretty good
record overall and you go in and you find 10 class B violations, if
you know that these are things that even good administrative over-
sight may miss and they really do have a record of cleaning up and
then not lapsing back into violations after the inspection team
leaves, you can use your discretion.

But there are many other instances in which the fines to be im-
posed are wiped out on more casual or less substantive grounds.

We're going to try and correct that and frankly one of the recom-
mendations is to increase the level of fines from $5,000 to $1C,000
for the class A violations and to boost them up subsequently.

We're also trying to provide other reinedies to the State agency.
Suspend medical payments. Do a number of in-between kinds of
things well short of total revocation or suspension of a license
which is really of no practical help to the elderly residents.

Mrs. Burrton. Thank you very much.

Mr. PEPPER. Mrs. Boxer, do you have any questions?

Mrs. Boxkr. Yes; thank you, Mr. Chairman.

I want to ask you, Lieutenant Governor, if you feel that the rec-
ommendations of the Little Hoover Commission are really an all-
encompassing type of recommendation.

Does it look at all the problems? And do you feel confident that
if they were to be put to the test that we in this State would have
taken a giant step forward in this area? .

Mr McCartHy. I think that we will take a giant step forward if
all of these recommendations are adopted. But I want to add hasti-
ly that no law by itself is going to protect elderily people in so vul-
nerable a position in the kind of institutiona’ care that we're dis-
cussing here unless the attitude on the part of elected and career
governmental offices are such that the laws are going to be en-
forced with the view to the importance of the dignity and the indi-
viduality of eldertliy people in thos: homes.

And this attitudinal chasm still exists.

Mrs Boxer Will you make those recommendations part of the
record of this committee, because I think it’s very important.

Mr. McCarTHyY. I'd be happy to. .

Mrs Boxer. Have you discussed with the Governor his attitude
toward the recommendations of the Li‘tle Hoover Commission?
'‘What was his attitude——
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Mr. McCarthy. | have not discussed them personally with Jhe
Governor yet. However, we did send the recommendations for anal-
ysis to the specific State agency charged with the responsibility,
the Department of Health Services, for a review.

I'm very satisfied that the director of that particular department
gave a fair and cbjectiVe analysis of what it is.

Of course, thats what we need, because the re.ummendations
will cost about $4 million to implement, but ti.e v iz5. 2 problem,
frankly, is the industry and part of this indust-, .s vers socky
about its power in the legislature.

The industry thinks it's going to come in and .bv.art, with rela-
tive ease, in the committee process some «f the luwzher recommen:
dations that we are proposing.

So, I'm going to need the Governor's help, sut I'm very satisfied
with the first step, and I'm geing to seek the oppertunity to talk to
the Governor.

In fairness, he has not had the time tv personally review the rec-
ommendations yet.

Mrs. Boxer. I just want to thank you very much for coming
before us and also for your candur and openness regarding sume-
times the very unfortunate influence of special interests in this leg-
islation and I think that with public serants like you who don't
hesitate to put it right there, I think we do have a fighting chance
and I'm giad that you're here.

Thank you.

Mr. McCarTiiy. Thank you.

Mr, Peprrer. Senator Mello, do you have any questions for Mr.
McCarthy?

Mr. MeLro. Thank you, no.

Mr. Pepper. Mrs. Moorhead, would you have any questions?

Ms. MoorHEAD. No.

Mr. Pepper. Ms. Ream, would you have any questions?

Ms. Ream. No.

Mr. Pepper. Governor, we thank you very much for your fine ap-
pearance here today.

Mr. McCarTiy. Thank you.

Mr. Perrer. We now have a panel who will come to the table if
they will, please.

First we have Hon. Hadley Hall who is the executive director of
the San Francisco Home Health Services. Mr. Hall.

And then we have some Alzheimer's patients and care givers,
Mrs. Elayne Brill, wife of a deceased Alzheimer’s patient, accompa-
nied by Mrs. Jeanne Kelly, Alzheimer's patient, and Mr. Arthur
Kelly, her husband, a care giver.

We have also Mrs. Eva Olson of San Francisco, who is an Alzhet
rsmir‘_s, patient, accempanied by her granddaughter, Mrs. Margot

alvini.

We also have a pediatric home care recipient, accompanied by
Mr. John Escheverria, past president of the Coalicion de Padres de
la Bahia—Coalition of Parents of the Bay-—San Francisco.

Pele Robinson, pediatric home care recipient, accompanied by
Mrs. Delores Robinson, mother and caregiver.

We are very grateful for all of you for coming here this moraing
and giving your testimony on this pitiful matter.
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First I'll start with Mr. Hall.

PANEL ONE, CONSISTING OF HADLEY DALE HALL, EXECUTIVE
DIRECTOR, SAN FRANCISCO HOME HEALTH SERVICES, SAN
FRANCISCO, CALIF.; ELAYNE BRILL, FAMILY SUPPORT
GROUPS, SAN FRANCISCO BAY AREA; JEANNE KELLY, ALZHEL-
MER'S PATIENT, AND HER HYUSBAND, ARTHUR KELLY, CARE-
GIVER, SAN FRANCISCQ, ALIF.; DELORES ROBINSON, MOTHER
AND CAREGIVER, SAN FRANCISCO, CALIF,, JOHN ECHEVERRIA,
PAST PRESIDENT OF THE COALITION OF PARENTS OF THE
BAY, SAN FRANCISCO; MICHAEL MEZA, PRESIDENT, COALICION
DE PADRES DE LA BAHIA, SAN FRANCISCO, CALIF,

STATEMENT OF HADLEY DALE HALL

Mr. HaLL. Thank you, Mr. Chairman.

My name is Hacley Dale Hall. I am executive director of the Vis-
iting Nurse Association of San Fran:isco, In<., San Francisco Home
Health Service, and Hospice of San Francisco. I have been em-
rloyed in home care in San Francisco for nearly 20 years.

Helping people with home care needs is nol alw. ;s eas;. .rob-
leras are compounded when people are poor aal nced voverminent
help. In our agencies, a person can be eligible fui wiewi.are, medic-
aid, veterans’ benefits, Older American Act fui:ds, Tt 2 care and
many other government funded services. Eacls program i...ponds to
a need but none of these programs looks ui the wiole person. The
result is fragmented services, costly bureaucracies, waste, and
abuse gf recipients as well as workeis trying to cace for the people
in need.

Title XX is a Federal, State and local program. It bas been the
subject of repeated expuses in newspapers, television, and congres-
sional hearings. Repeated proriises are made to change thin 15 in
this Government program, but the problems get worse. In Califor-
nia, this single Government program affects over 100,000 recipients
and 80,000 workers, costing the taxpayers $300 million a year.

California’s implementation of title XX, the inhome supportive
services program, is a scandal whereby well paid public employees
explnit workers and deni) them their employee rights. The predict-
able result is abuse of the sick, the elderly and the poor. Before 1
lescribe the lastest abuses, may I respectfully request that an out-
come of this hearing be a full and comprehensive investigation into
the title XX program in California and its 38 counties and the title
XX relationsﬁip to the vther Government programs like medicare,
chicaid, veterans' benefits, Huspice care and the Older American

ct.

A regort of this investigation should lead to new Federal legisla-
tion which will address the recugnized problems of fragmentation
and bureaucratic waste and abuse.

The competitive bidding and contracting processes for inhume
supportive services have been referred to as jokes and shams. Part
of the reason for the derision of public employees involved in these
processes, is that some companies bid un vne basis but execute the
contract in quite a different way —sometimes with the knowledge
and blessing of well-paid public and union officials.

For example:
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The bid specifications may require a specific number of supervi-
sors or an amount for vacation time. There are no known audits to
determine the degree of relationship between a bid and actual per-
formance. When material differences between a bid and perform-
ance are exposed, there seem to = .0 penalites or sanctions
against the bidder, a contractor or the u..ion and public officials
charged with specific responsibilities.

The very concept of lowest bidder must be challenged as used in
this program because the lowest hourly bidder is going to be the
most expensive in total cost- -in more ways thun one. costly for the
consumers, taxpayers, and workers as well as destructive of the
basic belief held by all Americans that fairncss and justice are
available through our government and unions and their employees.

Lowest cost does not equa! lowest hourly or unit price. To deter-
mine lowest cost, one must know the unit price plus the number of
units or hours utilized in a given period of time, a month, for ex-
ample. In addition, the length of stay must be known —how many
months on the service- and the rate of recidivism must be known,
that is, dees the person get better and stay off the service or are
they repetitively back on the service?

Testimony being submittad detail continuing scandals in this
vital and valued program. The testimonies tell a tale of abuse and
waste and ask for a proper congressivnal investigation to ueter-
mine if there are ¢crimes being committed and what legislative rem-
edies the Congress should consider.

Remedy Health Services has been a successful bidder on several
in hume supportive service contracts in California countries at ex
tremely low hourly rates. This has lead to speculation that in order
for the company to make a profit, the company must take short
cuts in the program and shortchange the government and the com-
pany's workers in terms of wages and fringe benefits through ques-
tionavle cost cutting methods. Evidence is accumulating that these
cost cutting methods are not speculation but are being used by
Remedy. For example:

A. THE GOVERNMENT IS SHORTCHANGED

The union and Remedy agreed on August 16, 1983, after Remedy
received the San Francisco inhume supportive services contract
that each employee's regular wage rate would be reduced to 30
cents per hour and paid to the employee as a clothing maintenance
allowance. It appears that this method of cost saving is a willful
avoidance of Federal, State and county payroll taxes and legally re-
quired insurances. It i1s my understending that a letter to this
effect has been transmitted by the San Francisco Department of
Social Services to the city and county of San Francisco attorney
who has forwarded the letter to the Internal Revenue Service.

Although this questionable practice may leave a few dollars
extra in the hands of the workers, it violates the law and the em-
ployer, under such a provision, would save $230,000 in unpaid em
ployer required taxes and insurance premiums for things like
social security and workers compensation, among others.
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B. THE PROGRAM IS SHORTCHANGED

In San Francisco, there have been three trained and experienced
supervisors terminated since mid-August, 1983. One of these em-
ployees was a nurse. Another had a professional social wurk batk-
ground, and the third was fluent in Chinese. These individuals
were replaced by personnel from the company’s San Mateo County
Office, I am told.

The contract in San Mateo calls for 10 field supervisors. Indica-
tions are that this contractual program need is not being met in
San Mateo County because supervisors have been transferred to
San Francisco. If I were an auditor, I would want to be assured
that there were no double billing or costings as was found in the
Souza case of several years ago.

THE WORXERS ARE SHORTCHANGED

The union contract between Remedy and the huspital and Insti-
tutional Workers Union, Local 230, requires that only 10 percent of
the work force be employed as casual. The reason for this stipula-
tion i5 to remove incentives from the employer to hire a large
number of relatively short-term employees at the expense of the
regular homemakers, many of whom have acquired training and
experience as well as seniority for purposes of earnings and patient
care skills. Indications are that this centractual commitment is
being systematically violated by Remedy and that instead of having
about 40 casual workers, as required by the union contract,
Remedy has many more than this.

The union signed a favored nations union agreement. This fa-
vored nations clause means that other signators to the union con-
tract can take advantage of benefits granted to a different employ-
er In this situation it would mean that San Francisco Home
Health Service would have to participate in a w:llful avoidance of
Federal, State, and county payroll taxes and legally required insur-
ances and violate the purposes of having a limit on the number of
casual employees.

If I were an investigator, I would want to assure myself that the
agreements between Remedy and the union were properly negotiat-
ed and fairly reached. Indications are that there were sweetheart
arrangements made. .

Since regular hours worked at clients” homes and hours spent in
transit between clients are lumped together on Remedy employee
payroll checks, there is a logical suspicion that traasit hours could
be billed as service hours. If this were the case, it would violate the
terms of the county contract and the program requirements. It
would also appear, if true, to violate the union contract.

Field supervisors have been admonished to maximize the number
of hours that each clicnt receives so that the total contract hours
can be raised and thus reduce the fixed cost component of Rem-
edy’s budget. For example, historically in San Francisco, the
number of hours served is less than 80 percent of the number of
hours authorized due to clients being hospitalized, out of town,
family visits, and other reasons. The result of this type of increase
is to raise the cost of services per client per month due to overutili-
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zation of services without providing cumpensating benefits to the
client or the taxpayer.

One should note that when workers are shortchanged, so is the
program,

In the case cited previvusly, where Remedy is deducting 50 cents
pe. hour from the employee’s regular wages, the employee is being
expluited. The employees are underpaying social security and Fed-
eral and State withholding taxes .hrough no fault of their own.
When the various taxing agencies require a full payment for back
taxes, the workers will be required to pay un these earnings. I have
previously submitted to the committee staff copies of court deci-
sions on these matters.

The union contract calls for the employee and the employer to
each cuntribute 5 cents per hour to an employeus’ pension fund.
The money has been withheld by Remedy, we understand, but no
accounting has been given to any of the employees. The question
becumes, since the union contract requires that we follow the
ERISA requirements fur pension funds. what is happening to these
monies?

I understand that Remedy has not explained w its workers how
the workers’ vacation time is being accrued. In the past, we have
knuwn of hundreds of homemakers who have not been paid their
vacation by the employer and where the State of California appro-
priated additivnal funds to cover this expense following the bank-
ruptcy of a major company.

The union contract requires that employecs receive Kaiser
Health Plan B medical coverage or its equivalent. It is my under-
standing that Remedy workers are receiving plan L, which is not
equivalent. It costs the employees more, and the employer less.

The empluyees have requested that all hours accrued for regular
wages, such as travel, sick leave, vacation, and training, among
vthers, be listed on the paychecks so that they wili know how these
benefits are accumulated.

Recently, a union member complained to a shop steward of local
250 that Remedy was not paying appropriate travel time. The shop
steward was able to get the local Remedy manager to admit that
Remedy employees had been instructed to shortchange employees
some 200 hours of travel time each month, I am told. .

It would appear, from several employee complaints, that senior
worhers' hours are being reduced and that these hours are being
replaced by casual employees. This, of course, reduces the quality
uf the program, suves the empluyer money because they are paying
less in terms of wages and fringe benefits, and the practice thor-
oughly demoralizes the existing work force.

In short, Mr. Chairman, it would apgear that the problems of
title XX continue. The problems have been well-documented and
reforms have been prumised repeatedly. Yet, as before, I -equest
your help in obtaining the facts about this company and ask for
changes 1n the current sy stem which seems tu encourage dishonest
employers such as Gottreiner and Sousa.

I will be glad to work with your staff and others to offer « iggest.
ed solutions and to get to the root of these problems.

The panel that is here today are recipients and pevuple who have
been involved with Alzheimer's disease. Mrs. Brill, a patient, Mrs.
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Kelly; her husband, Mr. Kelly; and a mother of a handicapped
child who is in need of services, Delores Robinson. In addition, rep-
resentatives of the Coalition of Families of the Bay will testify.
This is a group of Spanish-speaking parents of developmentally dis-
abled children who have great difficulty finding the services they
need. Rather than me, taking up your time, sir, trying to tell their
story, I think it better for them to speak.

Perhaps Mrs. Brill could start.

Mr. PeppeR. Thank you very much.

Mrs. Brill, we welcome you and thank you for your statement.

STATEMENT OF ELAYNE BRILL

Ms BriLL. Mr. Chairman and members of the committee, my
name is Elayne Brill and I am the founder of the family support
groups in the San Francisce Bay area.

There are six: Menlc Park, San Jose, Hayward, Berkeley, Marin,
with San Francisco having started November 7.

They are all affiliated with the Alzheimer's Disease & Related
Disorders Association, ADRDA, located in Chicago.

Thank you for allowing me to appear before you and for the op-
portunity to represent hundreds of families in the San Francisco
Bay area who have loved ones with Alzheimer’s disease.

I found out that my husband had Alzheimer's disease 5 months
before he died. Nct that we hadn't been seeking help, but at that
time, mid to late 1970’s, the doctors consulted never mentioned the
disease and probably did not know anything about it themselves.

Finally, in 1980, my husband underwent a complete diagnostic
examination I was told that he had a dementia probably caused by
alcohol and would soon need 24-hour care.

It was only when we moved to San Diego in January 1981 that I
was able to get the proper diagnosis, which was confirmed upon au-
topsy as my husband died 5 months later.

He also had cancer for which I was thankful, a comment which
an Alzheimer family member easily understands.

During the time that George was dying in San Diego, I was fortu-
nate enough to be part of an Alzheimer's disease family-support
group Their comfort and caring kept me from having a nervous
breakdown.

It was there that I first became aware of the financial burden
that Alzheimer families experience.

My husband died before I was in that position. After George died,
I decided to move to the San Francisco Bay area and realized the
need for family-support groups there.

In January 1982, I started organizing the groups. Because of my
close association with the families, I became aware of the lack of
financial help for these people.

I am appalled that so many of these families had lived comforta-
ble lives, but now are reduced to poverty. Government help is not
available for Alzheimer's disease families. The world of health care
does not recognize Alzheimer's discase as a physical disease. There-
fore, provisions do not exist in any insurance plans, Government or
private, for the care of the patient.
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The caregiver is forced to keep the patient home as placement in
a facility costs approximately $20,000 to $25,000 annually.

With this institutionalization lasting up to 10 years or more,
even if the family has saved this kind of money, there is nothing
left for the survivors; therefore, the desperation.

By delaying institutionalization for the patient because of lack of
funds, the caregivers deteriorate mentally and physically. They fall
prey to stroke, ulcers, cancer, and nervous breaf{downs.

These families end up with more than one Alzheimer’s victim.

As the disease progresses, the patient needs 24-hour care, be-
comes incontinent, and then bedridden, not recognizing family or
environment.

These conditions are impossible for the caregiver on a 24-hour
basis or actually we say a 86-hour day as per the book.

An example of this is attached in a letter from a caregiver from
the East Bay which will be submitted with this.

I receive hundreds of phone calls from caregivers asking ques-
tions like the following:

What can I do to keep from going crazy? I can’t leave my house
because I have no one with whom to leave my husband or wife.

How can I get just one night's sleep? My patient is up all night
rampaging around the house.

Where can I find a day-care center that I can afford?

I can’t afford a nursing home and yet the time has come. What
can I do?

If I put my patient in a facility, there will be no money left. How
will I live?

QOur family Is torn apart because our children do not understand
this disease. What can we do?

I must work to survive. Who can take care of my patient who
now needs 24-hour care?

Where can we go for help? Our hands are tied.

If funds were available for respite care in the form of homemak-
ers, transportation, nutritional food, psychological counseling,
babysitting services, and other in-home services, it would be possi-
ble for the caregivers to survive this ordeal and cope with the daily
care of the Alzheimer’s patient.

This would help to alleviate another major problem, patient
abuse. The lack of respite resuiting in utter frustration on the part
of the caregiver is responsible for the tragic abuse, both emotional-
ly and physically, of the patient, this issue being very common.

At this time a respite-care program is not available for these
families. When are we going to help these families who have no
other way of preventing this disease?

Alzheimer’s disease i1s unlike other diseases such as heart dis-
ease, cancer, and strokes which can be self-inflicted Ly perscas who
are overweight, who smoke, who drink alcohol excessively, who
overindulge in salt and sugar and who do not participate in any
form of exercise.

Our Government helps these problems and yet penalizes the Alz-
heimer disease patients and families.

If there was a choice, Alzheimer’s families would prefer cancer,
heart disease, or anything other than Alzheimer’s disease for their
loved cnes.
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Our people are forced into divorce after many years of marriage.
This is being done in order to survive financially. Having to resort
to this is just one more trauma for families.

Please note another attached letter from the president of the San
Jose group who is undergoing a divorce.

What can be done to extend medicare coverzge to help our Alz-
heimer’s families? At least we should have a consistent Veterans'
Administration policy, with such policy set that each VA hospital
throughout the country will take care of the Alzheimer's patients
instead of the way it exists now with only some of them living up
to the responsibility.

Our disability program is inconsistent. Qualifications and guide-
lines are not well defined and are incomplete. Therefore, mental
impairment is ineligible, even though Alzheimer's disease is a dis-
ease and not a mental illness. L

The legislation to provide homemaker-home-health aid, in home
respite, and day care is a step in the right direction.

It is hoped that this committee would find it appropriate to call
upon my orgenization to help design and review the most neces-
sari services applicable to this aspect of the care and hopefully will
make provisions for people who are in their 40's, and 50's, and even
younger who have this disease and could possibly live up to 50
years longer.

This is not only a disease of the elderly, even though those af-
flicted generally are past 60.

The research community for Alzheimer's disease has made it
clear that the answer to the disease and/or possible intervention
and treatment are not imminent and can be up to 10 years away.
By that time, more than 5 million people in the United States will
h}izve Alzheimer’s disease and presently we have no way to care for
them.

How are we going to help these families survive?

I could not bear the indignity of the disease for myself nor could
I submit my children to such a tragedy. Therefore, 1f I were told I
had Alzheimer’s disease, I would carefully confirm the diagnosis
and put my affairs in order.

Thank you for allowing me to be heard as a spokesperson for the
hundress o people who are members of my group and the thou-
sands more in the Bay Area with Alzheimer's disease.

Mr Pepper. Thank you very much, Mrs. Brill, for your excellent
statement.

Are there any questions from anyone on the dais? .

Mrs BurtoN. Would you tell us some of the symptoms of Alzhei-
mer’s disease?

Ms BriLL The first symptom is simple memory loss, complicated
by confusion; confusion as when a patient has had lunch a half an
hour before and requests lunch, or the confusion of losing things
constantly.

We all lose things. We mislay our keys, but when one does it six
or eight times a day, and there's also usuai., a personality change,
somebody who has always been rather placid could become very
volatile, and hostile, or vice versa.

Those are the beginning symptoms.

Mrs. BurToN. Thank you.
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Mr. Pepper. May I ask the members to reserve their questions
until we've completed the panel.

Hext, we'll have Mrs. Kelly.

Mrs. Kelly, we welcome your statement or the statement of your
husband.

Please give the microphone to Mrs. Kelly.

STATEMENT OF JEANNE KELLY

Ms. KeLLy. I'm Jeanne Kelly and I have Alzheimer's disease, and
I have had this, that I know of, approximately 4 years. I had never
heard of this disease, but when I first noticed something was wrong
was when I attempted to write a check and when I wrote my name
Jeanne, J-e-a-n-n¢, I wrote it J-e-a-n- -n-e-e-e-¢, and later on I at-
temped to drive my automobile and I couldn’t find my way home,
four blocks

And I went to my family doctor, was referred to a neurologist
and he said I had Alzheimer’s disease.

Now, at the present time, I am not in a—

[Pause.]

I know what I want to say but those words don't come out.

Most of the time I'm just fine, do thmgs properly, though I have
trouble getting into my clothes sometimes.

Every morning when I get up and get dressed and call my hus-
band. “It’s bra time,” he's got to put my bra on for me. We make a
game of it.

I don't think that I am progressing—I think that if—that I'm not
as—yes, I'm more or less stable but now I'm a little bit nervous,
because I'm speaking to all of you lovely people.

I have accepted the fact that I have this disease. I try to make
the best of it, and I want to continue doing things that I want to
do, if I can do them. If I can’t do them, my husband does them for
me.

I'm trying to live a normal life as much as possible, but also in
the back of your head you say, “I knuw as this gets worse, and
worse, and worse, I am going to need help and ongoing help and it
will go on and on until the time——"

But I personally am trying to live as normal a life as I can at the
present time.

Mr. PeppeR. Thank you very much, Mrs. Kelly.

Mr. Kelly, would you like to add anything?

STATEMENT OF ARTHUR KELLY

Mr. KeLLy. I know that Jeanne would like to thank Mrs. Boxer
for helping in a former matter but, by the same token, in a year's
time you can gradually see the change that is being made.

You have to go back 1 year to understand what’s happening now.
Living with a person it's hard to see the changes, because you are
together every day. But thinking back and weighing things from
1 year ago and today, you can see the changes being made.

She has put her affairs in order, and if anything happens to me,
she will go with her daughters, instead of the nursing care, hospice
care, and this is what Mr. McCarthy and Mr. Mello was talking
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about, which would fit in perfectly with that, because a convales-
cent home or things like that is not for her.

Cheaper—as Leo McCarthy said.

This is one of the problems, and she knows that it's going to get
worse. I do, too.

And there’s a book out on it called “The Thirty-six Hour Day,"
which you have to read and see, as myself, the caretaker, knows
what to expect and can cope with that.

Thank you.

Mr Pepper. Thank you both for being here. You present a tragic
case.

Thank you very much.

Ms. KeLLy. Thank him a thousand times. I love him dearly.

Mr. Pepper. Thank you, Mrs. Kelly.

Our next witness will be Mrs. Robinson.

Mrs. Robinson, we welcome your statement.

STATEMENT OF DELORES ROBINSON

Ms RoBINsON. Mr. Chairman, I am Delores Robinson and I live
at 1526 Waller Street in San Francisco. I am 32 years old and have
three children: Doreen who is 14 years old, Mitchell who is 12
years old, and Pele who is 5.

Pele was born with a handicap called spina bifida. The doctors
describe this as a defective closure of the gony encasement of the
spinal cord, but spina bifida is most frequently called open spine.

It is one thing to know that you have a child that is born with a
handicap, but it is quite another realization to know that modern-
day medicine can’t cure my son.

Frequently Pele’" :n.ind is OK. In fact, it’s pretty good. The school
tells me that he's been doing very well and that he's even advanced
in some areas.

Trying to take care of Pele by myself is extremely hard. Even
though my older two children and Pele's father help out some-
times, his care primarily falls on me.

My whole life feels totally consumed with taking care of my dis-
abled son My family, friends, and neighbors feel sad about Pele's
condition, but they don't really fully understand what it's all
about. They say they would like to help, but the braces, diapers,
and medications all scare them away from helping to take care of
him or really support me in practical help with my son.

It’s really hard trying to raise a child who is severely disabled,
because it takes up most of your time. When he's not in school, I
take Pele with me almost everywhere I go. People ask me hun-
dreds of questions about his condition all the time. They never
stop.

During Pele’s first 3 years, I received help from the Department
of Social Services and the Golden State Regional Center. Each of
these agencies sent me a homemaker. The DSS worker came sever-
al hours a day 2 days a week.

The regional center sent a homemaker from a commercial com-
pany on weekends for a few hours.

I receive a total of 11 hours a week from these homemakers.
They help take care of Pele and give me some time to myself. They

l’. ;‘
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are a big help just playing with him and watching over him. It
gives me the break that I needed.

This homemaker was a wonderful lady. They cared and weren't
afraid of my son like some of my friends.

The ladies even gave me practical help. I guess they were trained
to help me and my son.

Pele started right to school when he turned 3 and these two
agencies quickly stopped providing services to him. They both said
that with Pele in school we were no longer eligible for their serv-
ices.

Pele will always need regular physical therapy to continue to
strengthen his legs so that he can at least hobble. They give him
physical therapy at school, Lut they say I should repeat the exer-
vise at home with him, even though some of the exercises require
two people.

I go to his school frequen:ly to learn what exercises I should do
with Pele, but it's hard to repeat them by myself at home.

What I really need is someune who knows about Pele’s condition,
who isn't afraid to see him hobble and fall, can lift him up, help
him with his bath, assist him in personal care, and help teach him
what he can do for himself.

Pele also needs a physical therapist to come to our house and
work with me on the exergises. If I had these services at home,
Pele’s hygiene and physical fitn.ss would be much better.

This in turn would help his self image and he would play better
with other children.

Not to give him this fighting chance would make him even more
dependent than he ir now.

Thank you for this opportunity to tell this story.

I hope this community will help handicapped children to stay in
their homes with their physical therapists, respite care and other
needed services.

Thank you.

Mr. Pepper. Thank you very much, Mrs. Robinson, for your ex-
cellent statement, also.

Our next witness is Mr. John Echeverria.

We'll be glac. to hear from you, Mr. Echeverria.

STATEMENT OF JOHN ECHEVERRIA

Mr. EcHeEvERRIA. Mr. Chairman, for the moment I am going to
pass to Mike Meza. He's the actual president of the group, this
group of parents of handicapped children.

So I'm going to let him read the testimony.

Mr. PeppeR. You're the past president of the Coalition of the Par-
ents of the Bay.

Mr. ECHEVERRIA. | was president. He's the actual president.

Mr. Peprrer. Now, Mr. Mike Meza is the current president of the
Coalition of Parents of the Bay.

Mr. ECHEVERRIA. Yes, sir.

M:. Pepper. Mr. Meza, we are pleased to hear from you.
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STATEMENT OF MICHAEL MEZA

Mr. Meza. I am Mike Meza, president of Coalicion de Padres de
la Bahia, an Hispanic family group here in San Francisco.

I represent families with children who have autism, Down'’s syn-
drome, mental retardation, cerebral palsy, and deafness.

Many of our family members are noticing what the budget cuts
have been doing. They are lacking some services and being reduced
in their respite care, which we all know they need mostly.

My sister, Mary, was born with Down’s syndrome, and recently I
was made guardian to her upon the death of my mother. I'm aware
as well that Mary was in a State home at one time, and then re-
turned home. I recall that a few years ago many of the State hospi-
tal patients returned to the community, but somehow or another
their fundings did not really foliow them or keep up with them.

We have family members who, because their children are deaf,
find that there are problems in actually getting services, because
our families primarily have maintained their home languages
which in our case is primarily Spanish.

We find that there is some difficulty in communicating or find-
ing someone who can communicate with us in Spanish to convey
whatever is needed.

I am also a member of a State council of Hispanics, and this last
August, I believe, we had a educational festival at USC. This is the
second year that USC has sponsored us and the sixth year that this
group has gotten together to help to educate the Hispanic families
in Spanish and make any laws, mandates available to them, famil-
iarizing them with services that are available te them, either from
the State community or Federal.

Some things that many of us as the elderly do need is transporta-
tion, medication, and long-term services. True, our children, being
born with these difficulties, had this need from that time and I feel
that I may even be in the wrong place, because this is a committee
fct); ;aging and these children do require these services from the
start.

I've digressed from my prepared statement.

We find also that the Golden Gate Regional Center, whicl is our
funding agency here within the San Mateo, San Francis.», and
Marin County is doing some outreach service for us, yes, bu they
do not really assist us with all the needs tl.an to, you might say, at
the last moment just before we go to Los Angeles for this educa-
tional festival, they provided us with names.

. }‘his year they did not provide us with the fundings or any real

elp.
We as a family group aligned ourselves with the Padres de Ninos
from Oakland and did fund raising, and we are both helping each
other in any way that we can.

Respite care is one area which has been cut back in the recent
})udg};}et cuts, and we're being informed tha. it will be cut back even

urther.

Naturally, there are times when family members, individuals
who are responsible for their care, children, . would like, say, privac
timeout, to do whatever they would like to do to enjoy their life
as well, instead of being so tied down to a total responsibility.
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True enough, many of our children, sons and daughters, that is,
who do not have these needs are not familiar or know how to
handle their own children, brothers and sisters. There are individ-
uals who, through the process of respite, can be taught, are taught,
ave familiar with the needs of most handicapped individuals.

I should like to thank the chairman, the committee for my time.

Mr. Pepper. Thank you very much, Mr. Meza. Are there any
questions from the dais?

[The prepared statement of Mr. Meza follows:]

PREPARED STATEMENT OF MICHAEL ME2zA, PRESIDENT, COALIGION pE PADRES DE LA
Bama

My name is Mike Meza, I live at 55 Leland Street, San Francisco. Cahfornia,
94134 Iam 40 years old I operate a forklift for Heublen, Inc. I am the legal guard-
ian of my sister, Mary, who is 43 and suffers from Downs Syndrome.

I am also the President of :he Coalicion de Padres de la Bahia located at 464 30th
Street, San Francisco, California, 94131, We are group of 200 Hispanic parents of
children with development disabilities requiring long-term care.

Our child -en suffer from autism, Downs Syndrome, Mental Retardation, Cerebral
Palsy, Deafness, and other serious disabilities which require long-term care. As His-
panic families we face many day to-day problems in getung services which will stim-
ulate and educate our children as well as maintain the integnity of our famihes.

T'am pleased to have the opportunity to explain what the problems are as we sce
them I hope that the location of these hearings in the "Ceremonial Courtroom” do
?otl represent the government's intention to consider our problems in a rituahstic
ashion.

Here are some examples of the problems we experience on a daily basis.

Mrs Guitierrez’s son, Rene, has cerebral palsy. Even though Rene 1s very bnight,
he is not getting the attention at school that he needs. This 1s so despite the exist-
ence of the mandated Individual Education Plan {IEP). Though the plan takes into
account most of Rene's needs, the actual services that he receives at school are nad-
equate.

Mrs Frias’ son, Alexander, is in the sixth grade. He 15 deaf. He seems to benefit
from speech therapy but only gets it one hnlfhour per day. It 1s insulting that the
speech therapy is in English rather than Spanish, the language spoken at home.

Mrs Burgos has a heart condition. Rosemary, her 25 year old daughter, has a
very serious heart defect She attends a special school on Valencia Street. Mrs.
Burgns worries that even a slight accident could have a terrible affect on her fragile
daughter Recently, Mrs Burgos discovered that her daughter had fallen and hurt
herself But the school staff had neglected to inform her. When she went to the
school to protest, the staff told her that she was overprotective. Mrs. Burgos com-
plains that communication is very pour between the Anglo school staff and Hispanic
parents.

Mrs Malcado's danehter is 13. Claudia is mentally retarded. Mrs. Malcado com.
plains that the Presidio school where her daughter attends does not prowvide ade-
quate supervision Twice her daughter has come home with brusses. Yet no note or
call from the sta’f followed. When Mrs. Malcado went to the school to talk with the
stn}f‘f one *eacher said that Claudia needed to be physically restrained—tied down 1n
a chair.

Another parent in our group has a son, age 26, who has no memory. He 1s unable
to travel alone He attends the Margaret O'Cunnell School which s located at the
corner of Fell and Divisadero. This is a very busy intersection. One day, one parent
went to the school and discovered the sun’s teacher rending a book while the chil-
dren went unsu{‘)crviscd Why is it this particular boy is sent to a school on such a
busy corner” Why are there not enough aides to supervise our children when they
are away from home.

We have faced these problems as en orgonization since 1978 when we realized
that our interests as Hispanic familics were not being represented through the ex-
isting health care and social service structure. One asm of the COALICION 1s to
gain access to services for our children which will enable them to be as self-suffi-
cient as their disabilities may perr it. Since we are close knit families, our organiza-
tion also seeks to gain access to servives which are sensitive to our cultural pat-
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Recently, after years of effurt, we succeeded in having one of our members ap
pointed to the Doard of Directors of the Golden Gate Regiunal Center. Thus is the
first time 1n our memory that a Hispanic person has held such a position.

Our main concerns is that Jung-term care for vur children is inadeguate, frag
mented and inflexible, and insensitive to our family oriented culture.

We estimate that there are 2000 serivusly disabled children hiving in San Franue
v whu are eligible for iung-term care services, Yet, unly 230 Hispanie children have
actually received services from 1967 to 1979. As more families immagrate to San
Franasco from Centrai Amenica and other parts of the world, the demand for cul
turally diversified services can only grow.

Outreach 1 needed. Few Hispanic parents hnow that services are available and
that their hildren may qualdy. And when services are provided, vur_parents miust
be educated that avenues exist to protect their interests as parents. They must be
told, for example, that Individual Educativnal Plans may be appealed aad that they
must be designed and implemented within a reasonable period of time.

Respite care pays fur babysittess. But we do nut want sunple bubysitters. We don't
farin out vur children to the luwest bidder. We want trmaed people. Besides having
skall in deahing with different disabilities, these wides shuald be tiained in the ways
of family oriented culture. These yualities should alsu be reflected in the way these
aides are supervised and managed.

Ninety percent (90%. of the disabled children an our gruup need speech therapy.
Onc half hour per day i3 st enough. There are no Spamishspeaking speech thera
pists working with vur Jhldren. Can there be any excuse for such umissiun, such
injustice?

Our older children need the must help. Our teenagers are not supervised in the
high sthouls. There are not enough audes w care fur ther personal needs at schoul.
Some parents send their grown ana continent Jhaldren to school in diapers simply
because there are no aides to assist with toileting.

We need translators to impruve communicatiion between parent and schuols, We
need speaal transportation to gew our Chddren to spevini suhools. Mainstreanung is
not working. The Individual Educativn Plan is a plan in name onliy.

There are few pruvisions for vur Children unce they have passed schy ] age. Often
we must find places for them in institutions at greal expense to vurselves and tv
other taxpayers. The toll on our family unity is very high.

Our children change as they gruw older. Their needs change. As the munths and
years go by we can sce the effects of inadeyuate and inflexible long term care ser
ices. The burden is burne by vur hildren who du not receive the upportanity to
reach thewr potential. The burden s felt by our fanulies who «anngt help with
speech problems because the professivnal therapy s wor ducted in English. And the
burden 18 carried by swaety fur the institutivnal care which becume more likely as
our children age.

Mrs. Boxkr. I have one.

Mr. PeppeR. Mrs. Boxer.

Mrs. Boxkr. I want to thank the panel for their very good testi-
mony, given from the heart.

Sometimes I wish that our President, who makes statements
stating there is no poverty and no problems and no hunger, would
sit in on some of these hearings himself.

I would like to address one question, if I might, to the Kellys.
You are blessed with something that a lot of people don't have, and
that’s an extremely loving relationship, and as I sat and listened to
you, I felt that very strongly come across.

My question is, Mr. Kelly. You're a very strong and healthy man
and what if something were to happen to you, an accident, let's
say, an aute accident, and you couldnt provide the type of care
you're providing? What would your options be? And take it a
couple of steps.

You may have family who would assist, but if that wasn’t avail-
able, what would your options today be that would help your wife
in her current status?

Q t
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Mr KeiLy Well, we mentioned earlier her daughters have
agreed to take care of her in a case of this kind.

Of course, they're working like everybody does. A husband and
wife have to work today, but they will try and see that they have
somebody in the house to rr ‘e for her while they were working.

Se that’s what I meant when I said that she had arranged for all
of her affairs to be in order in case something like what you just
mentioned should happen.

This is why I think this hospice would be an excellent idea, be-
cause she will not go into a convalescent home or a nursing home.

Mrs. BoxEr. You're a very fortunate family.

Could I ask, Mr. Chairman, if Ms. Brill could comment on her
experience with patients that don't have loving families, what are
they doing” Are they getting any home care, and how are they
paying for it at this point?

Ms BriLL. It is amazing that a single person is favored, because
the single person immediately can go on what we call here medical
and so that person is taken care of.

It usually is the married couple that ends up destitute, because
in order for the patient to receive medical, the spouse has to be
poverty stricken, and it creates the situation where we have to pro-
vide for two people and not ona.

So therefore, the single person does—the single person is taken
care of a little bit better.

Ms. MooRHEAD. May I make a comment?

Mr. PeppER. Go ahead.

Ms MoorHEAD. One comment and a followup on what Mrs. Brill
Just said that we heard in our testimony and that is what you say
Is absolutely true, except that it's very difficult for a nursing home
that will accept an Alzheimer's patient, because the Alzheimer's
patient tends to be a patient that walks a lot, wanders a lot and we
have a policy that you have to have an open door in nursing
homes The only locl’c{ed facilities that we allow in Culifornia are
acute psychiatric facilities which are entirely inappropniate for the
Alzheimer's patient.

That will be a licensing battle that I will be fighting in January
to try to set up a licensing category so that we can have secured
facilities for our Alzheimer’s patients.

The comment that I really wanted to make also was that, Mrs.
Brill, you commented that it took a while for your husband to get
the correct diagnosis and the diagnosis was only made 5 months, I
think you said, before he died.

That seems to be one of the bottom-line concerns, that we have
to get better diagnosis. To that end, I introduced a bill last year in
our California legislature to set up academic geriatric resource cen-
ters in our colleges and universities. The Governor vetoed my bill.

So the message that I have is that it's going to be a long and dif-
ficult fight and we have to fight it together. .

I took all the money out of the bill and said that we should just
leave the intent in there. We have to gei professionals trained so
that we can begin to build this system with early diagnosis and I
couldn’t get that.

I will come back with that bill next year and maybe with a ljttle
help from Washington, we can do it together.
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Mr. PEPPER. Mrs, Ream?

Ms. Ream. I would just like to make a comment about one pro-
gram in San Francisco.

Mt. Zion Hospital came to the Commission on Aging this last
year and really began to educate us about this issue of the need for
some kind of specific day care program for Alzheimer's disease pa-
tients. We thought this was a marvelous idea and the original
intent had been to cofund the Mt. Zion program additional funding
from medicare.

Their mental health care programs were cut back. We've had to
start at a very small level, one day a week, but it’s, I think, one of
the encouraging activities that is going on in San Francisco.

I think “he need is * _ancial—but I think that it is also program-
matic. We :.ved to begin to develop some sense of what tge imits
are at each stuge on Alzheimer and how we can not oaly help that,
patient, but how we can also help the family.

The Kind of coordinated effort at Mt. Zion is beginning to pro-
vide, on a very limited basis, some of the information ¢n this, and I
thank all of the panel for coming and sharing their experiences
with us today.

Mr. PEPPER. Are there other questions?

Ms. BurTon. No.

Mr. PerpER. I would just like to observe, from the statements
made by all of you here, that if you have Alzheimer's disease,
you're not covered by medicare.

The only coverage you. get at the present time is under medicaid.
You have to be impoverished practically to get anything from med-
icaid. That's down to the point of destitution almost, and I'm told
that the institutions here, and I guess it's true over the country,
dp(;l't like to take Alzheimer's patients if they're paid for by medic-
aid.

Is tr.'t your observation?

So we can see the problem that it imposes upon the people that
we call ordinary people, people of ordinary means, if this tecrible
disease strikes them.

Mrs. Brill, was your husband in an institution at any time, and
how much did it cost to care for him in his lifetime?

Ms. Brivr. I kept him home most of the time. The only time he
had to be institutionalized is when he underwent—we underwent —
two major surgeries with him because of his cancer.

Sv in between, before they clused the colostumy, he had to be in the
R nursing home. That cost $60 a day. And after the colostomy was

c]osed.bl was advisced not to bring him home, and that also ran $60 a
day, but that was near the end of his life when I had no idea what
was the matter with him.

It was finally then that I found out.

Mr. Pepper. Well, you can see right here there are four people
who are victims and their families—victims of this teriible disease
\Svt};ich is now, as I said, the fourth largest killer in the United

tes.

You can see what a serious problem this presents to our society,
to find some way to handle this horrible disease.

Well, we waut to thak all of you today for coming here and
giving us your excellent testimony.

l
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Thank you very much. .

We’ll call another panel and then we'll take a 5-minute £ LSS,
please, and resume the hearing.

The next panel may come up to the table, if they will.

They are a panel of long-term care policy experts and service
providers.

The Honorable Joe Barbaccia, doctor, professor and chairman of
%milx and community medicine, University of California at San

rancisco.

Dr William Gee, On Lok Senior Health Services of San Francis-
co.
Mrs. Brahna Trager of San Geronimo, California.

And Dr Carroll Estes, Aging Health Policy Center, University of
California, San Francisco, who will be accompanied by Dr. Rovert
Newcomber and Mr. Albert Benjamin.

Are they all here, the ones I called?

The others will please all come up to the table.

We'll take a 5-minute recess and then we'll resume.

[A brief recess was taken]

Mr. PEpPPER. On the record.

We will hear Dr. Silverman first.

Doctor, we aﬁpreciate your distinguished mayor asking you to
come and speak here for her and for :our area. We appreciate
having you and we welcome your statement.

STATEMENT OF DR. MARVIN SILVERMAN, DIRECTOR OF HEALTH
SERVICES FOR THE CITY AND COUNTY OF SAN FRANCISCO

Dr SivermaN. Thank you very much, Congressman Pepper,
Congresswoman Burton, Congresswoman Boxer, Senator Mello, As-
semblywoman Moorhead, and Ms. Ream. It’s a real pleasure for-me
to be here and represent the mayor and speak to you about long-
term care.

In my remarks this morning, I would like to briefly provide you
with an overview of the problems associated with the delivery of
longterm care services. Then I will discuss some solutions which
we've undertaken here in San Francisco and some solutions that I
believe we need to consider as a matter of national policy. o

The current delivery system is characterized both by access limi-
tations and continually escalating costs to the taxpayer.

The term “limited access to services” refers to three separate but
interrelated problems.

First, the systems bias toward institutional care which may
cause it to be the only treatment option.

Second, the unavailability of some services.

Third, the difficulty of putting together a package of services for
clients with needs across bureaucratic lines.

The exclusion of many community-based alternatives to institu-
tionalization from the list of medicaid reimbursable services is a
manifestation of the first problem of bias toward institutional care.
We often think in terms of placement rather than searching for al-
ternatives, and when we do initiate that search, we find that with
few exceptions most third party reimbursement sources have not
included these services in their insurance package.
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Not surprisingly, the su,und CFmblem, an insufficient supply of
certain services, is usually found among community based services
such as adult dey health care. However, exceptions do exist and in-
adequacies among institution based services are observed. In San
Francisco, for examplc, we have a ahurtag,e of nursing home beds.
This has resulted in many public sector patients being placed in fa-
cilities as far as 40 to 50 miles from their families and friends
which often prolongs their stay and causes unnecessary stress and
hardship both for the individual and to the family.

The third problem, the difficulty in packaging an appropriate
level and an intensity of services, is most critical.

The current long-term care delivery system is characterized by
separate funding sources with distinct service and eligibility re-
quirements.

Each pool of funds supports a different set of programs. Occasion-
ally, eligibility in one program guarantees eligibility in another.
Sumetimes complementary service packages can be arranged. Most
of the time, however, the services du not interrelate, unless some-
one, the cllent the prufesswnal or the family, makes a conscious
attempt to use all of the system’s resources to deliver as coordinat
ed a package of services as Is pussible given the previously men
tioned constraints on the delivery system.

It's easy tu see how this system creates inefficiencies. It has de-
veluped by adding categorical programs in response to perceived
needs, and it lacks coherence.

Since its source of funding is discreet, it lacks integration as it
adapts to fewer financial resvurces. It cuts services whose absence
may cause greater expense in the future. I would like to briefly ad-
dress the cost question at this point.

An analysis of the rapid rise of taxpayer borne, long-term care
costs, must consider multiple variables. Inappropriate use of costly
matnstutlonal services is but one of the many causes of escalating
costs.

First we must look at the increase in the total number of elderly.
In California, the 635 plus pupulation grew by 13 percent between
1970 and 1980.

_ Second, there's been an increase in the number of seniors need-

3 a more intense level of services. These individuals are generally

er and live alone.

This population, which is at risk because of its age, has grown
dramatically nationwide. In our State, the 85 plus population has
grown by 28.8 percent in the past 10 years.

Third, there have been profound shifts in family composition and
an increase in the number of women entering the work force which
have resulted in a greater reliance on a formal rather than an in-
formal support system.

Fourth, inflation and health care price increases have contribut-
ed to cost escalation.

Fifth, the incentive structure guverning the health care industry
and the skewed relationship between supply and demand have had
a spnralmg effect on both the public and private costs.

The difficult task, of course, is to solve these problems. I believe
sume of the solutions emerge fiom the problem analysis I have just
presented.

-
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First, T would like to address the bias towards institutional care.

Third-party reimbursement must be available for the entire con-
tinuum of long-term care services. I concur with the suggestion
that the Federal Government create a part C under medicare to
underwrite the cost of long-term care services.

Looking at the private sector, the insurance industry has been
very successful in designing and marketing policies which supple-
ment the coverage provided by medicare. I believe these policies
currently provide some of the needed insurance protection for sen-
ic<:>rs and will continue to do so even if we develop a medicare, part

However, as this committee well knows, elderly consumers also
must be secure against the abuses of the industry.

Efforts to provide protection have been undertaken in many
States and by the Federal Government. I believe these efforts
should be continued and should be strengthened.

Second, I would like to address the unavailability of certain serv-
ices When adequate reimbursement and seed money to cover start-
up costs are obtainable, services will be accessible.

The availability of adult day health care in San Francisco is a
case in point. California passed the Adult Day Health Care Act al-
lowing medicaid reimbursement for Adult Day Health Services in
1977 and subsequently authorized startup grants to programs
through SB50 and SBI34 authored by Senator Mello. ,

San Francisco’s private foundations with United Way's proddiny-
underwrote an additional $900,000 in start-up costs and the Health
Department committed some of its resources as well.

The result of this endeavor is a network of adult day health care
in this city which is unparalleled anywhere else in the country.

This example of a public-private effort to provide reimbursement
and seed money can and should be replicated.

Third, I would like to consider the packaging of services. In San
Francisco, we have three ongoing long-term care demonstration
projects and one which will begin this January.

Using medicare and medicaid waivers and employing a case
management process, On Lok, the multipurpose senior service pro-
tram project opened and soon the department’s elder care program
have or will have delivered an appropriate mix of services to a por-
tion of the frail, at-risk population in San Francisco in an efficient
and cost-effective manner.

These experiences have taught us the importance of broadening
the amount and scope of service provided the clients as well as the
importance of case management to the health care process.

I would urge at a minimum that the 2176 waiver regulations be
broadly interpreted to allow States to serve as many clients as pos-
sible so long as aggregate costs remain the same.

I would also like to see a real expansion in the number and type
of coordinated systems available under 2176 or 1115 waivers as
well as third party reimbursement for case management services
outside of the waiver process.

Finally, I believe we need to consider the cost question in a ra-
tional manner Costs have escalated in part because of the sociode-
mographic changes that I have mentioned which we cannot affect.
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Costs have alsu escalated in part because of inflation, the prob-
lem with which we are all too familiar.

Long-term health care custs, however, have escalated like health
care costs in general, because of the incentive structure governing
the delivery system and the skewed relationship between supply
and demand.

I believe many of the cost containment measures currently being
applied to acute care institutions may be applicable to long-term
care services. I would caution policymakers addressing the cost
question to consider the commitment of this country backed by 20
%eurs of national policy to its seniur population. Certainly we must

e judicious in expenditure of taxpayer dollars.

Expensive services must not be purchased if less expensive alter-
natives can provide the same result, but neither should we shift
costs on those who are least able to bear the burden, our elderly.

Our solution to rising costs must come from the sound analysis of
}he underlying causality as well as a human approach to the prob-
em.

I sincerely appreciate the opportunity to address you. It's been
my pleasure and I hope tha. if you have any questions that I will
be able to answer them.

Mr. Pepper. Thank you very much, Dr. Silverman. We appreci-
ate your being here and your excellent statement.

Are there any questions from the dais for Dr. Silverman?

[No response.]

Thank you very much, Doctor. Please give our appreciation to
your distinguished mayor.

Now, we'll revert to our panel which is at the table.

First we'll hear from the Honorable Dr. Barbaccia, ductor profes-
sur, and chairman of Family and Community Medicine, University
of California at San Francisco.

PANEL TWO, CONSISTING OF JOSEPH BARBACCIA, M.D., PROFES.
SOR AND CHAIRMAN OF FAMILY AND COMMUNITY MEDICINE,
UNIVERSITY OF CALIFORNIA, SAN FRANCISCO; WILLIAM GEE,
D.D.S,, ON LOK SENIOR HEALTH SERVICES, SAN FRANSCISC);
BRAHNA TRAGER, SAN GERONIMO, CALIF.; CARROLL E: TES, £1I
D., DIRECTUR, AGING HEALTH POLICY CENTER, UNIVERSITY
OF CALIFORNIA, SAN FRANCISCO

STATEMENT OF DR. JOSEPIH BARBACCIA

Dr. BaracciA. Thank you.

Your Honor, Congressman Pepper, members of the panel, ladies
and gentlemen, again my name is Joseph Ciro Barbaccia. I'm a
physician and serve us professor and vice chairman in the Division
of %‘amil) and Community Medicine at the University of California
in San Francisco.

In addition, I serve as geriatrician and coordinator of geriatrics
teaching for the division's affiliated and sponsored family practice
training programs, which have the responsibility of training ap-
proximately 115 residents at any one time.

The division also provides clinical training in family medicine to
all medical students in their last year of medical school.
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My professional activities include chairmanship of the Chronic
Illness and Aging Committee of the San Francisco Medical Society
and membership in the Long-Term Care Review Committee of the
California Medical Association.

I also represent the medical society on the county's adult day
health planning council.

At this hearing we are addressing issues around the gaps in serv-
ices relating to long-term care and ways in which these gaps might
be closed; that is, what long-term care policy in the United States
might include.

Those of us who have been directly involved in the care of the
elderly or who have engaged in research around health services for
the elderly, specifically long-term care, realize that health care
policy in t%e United States stresses fundamental differences in the
health care for the poor, on the one hand, and for the middle class
and upper income segments of the elderly on the other.

We have medicaid, medicare and combinations of the two as
though the health problems of the poor elderly and other sectors of
the elderly population are fundamentally different.

In fact, tﬁose who are relatively affluent receive medicare pay-
ments for much of their medical care and supplement this in ways
so that their medical and social needs are met because of their abil-
ity to pay.

The poor in California generally have two payment mechanisms
available, medicaid and medicare and what the latter doesn't pay,
very often the former will pick up, while still leaving some services
inadequately covered such as acute and long-term in-home services,
because of the lack of enthusiasm of medicare and medicaid to pay
for such services.

Middle income families, however, aren't generally covered by
medicaid and must pay out of pocket for deductible and coinsur-
ance charges associated with the health-care benefits covered by
medicare.

Those who can afford it buy insurance riders to medicare so that
these out-of-pocket expenditures are also covered.

Many of the lower, middle class elders, however, are not able or
are unwilling to pay the monthly cost for such medicai insurance
beyond paying for part B.

This is reflected in national medicare utilization data waich indi-
cate that the lower and middle income roups of elderly use fewer
hospital and skilled nursing facilities days per year than do the
more affluent. To me this is a gross injustice.

Suffice it to say that the cost of deductibles and coinsurance fac-
tors is a problem for many elderly. It must also be emphasized that
medicare is an acute illness payment mechanism. It does not cover
long-term care as such, while mediceid pays for acute and long-
term care for the poor elderly.

Long-term care is not considered real medical care, but rather
custodial or social care or at least a mixture of the two. .

Thus another major difference that we make in services for the
elderly is that we consider some services &s medical, such as acute
hospitalization, and will pay dearly for using and reusing an acute
hospital as a place of care for medicare and medicaid pstients
whenever medically necessary.
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Some services, however, are considered social, as in the case of
many in-home services. Those of a homemaker for instance, and
thus we are extremely parsimonious with medicare and medicaid
funds that might be used for personal or social care. Yet, such per-
sonal care services provided under the supervision of a home care
nurse often permit early discharge from the hospital and when
tx_sed judiciously and over time can serve to prevent rehospitaliza-
ion.

The dilemma that we have created for ourselves around setvices
paid for by medicare and medicaid is that we must fit them into a
medical model of care, that is, they must be strictly medical and
not considered social in any way, such as in the case of personal
hfgalt_h_ services or maintaining a household together during a time
of crisis.

Services provided during convalescence after an episode of acute
hospitalization for recurrent episodes of uncontrolled cungestive
heart failure are too often considered social services by medicare
and medicaid and if not pruvided by the family and., or friends, may
not be paid for and thus may not be provided.

In essence, even though most medical problems experienced by
the elderly are chronic health problems ur acute illness episodes
suferimposed on chronic conditions, we insist on stressing payment
only for acute care in hospitals, skilled nursing facilities, in the
doctor’s offices, or limited care at home as though these services
are not components or were not components of long-term care for a
chronic illness, such as congestive heart failure.

In addition, by separating medical care from social care, we
behave as though the two are clearly separable, The prospect for
paying for social services is approached with great disdain.

It is important to realize that most elderly reside in their homes
and that only 5 or 8 percent reside in long-term care facilities such
as nursing homes. Also, most long-term care health and social serv-
ices required by the elderly ure provided by family members and.’
or friends and neighbors.

This is true even in the instances of services required during con-
valescer.ce after an acuie episode of illness for which hospital care
is required.

In a study recently completed by our research team at UCSF, re-
sults indicated that where family exists to provide care, must need
social and health care services, are actually provided by them,
while a very small but important po.tion of care is provided by
health care providers such as nurses and physical therapists.

These latter services, which are considered primary care in-home
services by medicare and medicaid, are paid for only if they are
medically necessary and if medical necessity exists, yet by them-
selves could not possibly sustain an elderly person at home if
family members or friends were not available to provide concur-
rent personal care services, considered social services by the fund-
ing mechanisms.

While there is reluctance to pay for either short- or long-term in-
home services, either through medicare or medicaid, numerous re-
search demonstrations paid for by State and Federal Government
and others have indicated the effectiveness of in hume services in
preventing hospitalization and.'or decreasing length of stay in hos-
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pital and preventing, in many instances, long-term institutional
care as in nursing homes.

A recently concluded study by the Visiting Nurses Association of
San Francisco demonstrated the effectiveness of monthly or bi-
monthly assessment or monitoring visits of nurses to chronically ill
patients at home in reducing the total days of acute hospital care
required by a group of 150 patients studied over a l-year period.

The periodic visits, although decreasing the use of hospital care,
are generally not felt to be medically necessary, since specific acute
episodes of illness justifying them are not present.

Such monitoring visits are felt to be a part of iong-term care.
Medicare and medicaid would not reimburse an agency for provid-
ing such visits even though they reduce high cost services.

Recently, several home care agencies in San Francisco came to
the Chronic Illness and Aging Committee of the Medical Society,
which I chair. They indicated that the medicaid field office was ap-
proving many fewer in-home services than seemed reasonable to
the professionals in the agencies.

After gathering data which indicated that the problem of nonap-
proval for requested services was indeed widespread, a meeting was
held so that the providers and payers could discuss the matter. It
was felt by those approving services that too frequently patients
who were not completely housebound or that those who could be
transported to the physicians' offices were receiving in-home serv-
ices.

In-home care, therefore, was felt to be medically unnecessary.

Yet these are the very services that prevent or reduce rehospital-
ization and institutionalization. This approach to me seems rather
pennywise and pound foolish.

I feel that medicaid and medicare policies should be changed to
permit long-term care support for families of the chronically 11l and
elderly, since they, after all, provide most of the sustaining health
and social long-term care.

It is my conviction that health care policy should accept as desir-
able in-home, long-term care of the elderly whenever possible, be-
cause this is what most of the elderly want and this is what aciual-
ly occurs.

But instead of denying families, frequently elderly spouses, ade-
quate care and support and respite when necessary by denying al-
lowances for home care, additional funding mechanisms through
medicare and medicaid must permit adequate long-term care at
home for those individuals who can be safely cared for at home.

Of course, those who cannot be taken care of at home must be
cared for in nursing homes and other facilities.

Assistance with paying for long-term care should be available for
the poor and the middle class elderly so that tl.e degrading process
of spending down to the level of a pauper is not necessary before
public funds are available for long-term care services.

New organizational models currently being demonstrated around
the count.y and as represented in San Francisco—we've heard and
will hear about On Lok, Mt. Zion, Iiench Hospital, so-called social
health maintenance organizations and preferred provider organiza-
tions or variations of these—can provide the full gamut of medical
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and social services for the elderly from housing through acute hos
pital care.

Through prepayment or capitation funding mechanisms and
medicare and medicaid waivers, acute and long-term health and
social services can be available based on patient needs and at the
level of care required.

Internal mechanisms can serve to secure the appropriate amount
and level of quality assured care without having to seek approval
of external regulators before providing each separate service.

I personally feel that such innovations are both visionary and
mandatory as the numbers of the frail elderly increase.

These mechanisms, however, must allow wherever poussible care
providers, including physicians long known to. patients who join
such organizations, to continue to serve them.

Additionally, such mechanisms should allow the elderly who live
at home and wish to remain at home to receive home care as long
as is possible and is feasible.

I'm grateful for having been given this opportunity to speak to
you today on this important topic

Mvr. PeppER. Thank you very much, doctor.

Now we'll hear from Dr. Gee.

STATEMENT OF DR. WILLIAM GEE

Dr. Gee. Mr. Chairman, members of the panel, ladies and gentle-
men.

My name is William Lawrence Gee. I'm a practicing dentist in
San Francisco’s Chinatown. I'm also a member of the San Francis-
co Commission on the Aging, chairman of San Francisco's Adult
Day Health Planning Council, and the vice chairman of United
Way of San Francisco Bay Area.

But it is in my capacity as president of the On Lok Senior Health
Services that I'm speaking to you.

On Lok is a nonprofit community based organization established
in the early seventies to serve the needs of the sick and the im-
paired elderly of San Francisco's Chinatown North Beach area.

Over the past 12 years, On Lok has had the privilege through re-
search projects, demonstrations, and waivers to develop and refine
a longterm care system which helps the older impaired person
remain in the community.

In 1972, On Lok developed a day care center. By the end of 1974,
that day care center was California’s first medicaid waiver demon-
stration of what nuw is a statewide adult Jay health service pro-
gram.

On Lok expanded its community service from 1975 through 1978
building upon day health and including in-home services, social day
care, and housing.

In 1979, On Lok began a new demonstration now known as the
Community Care Organization for Dependent Adults or CCODA.

With medicare waivers from the Health Care Financing Admin-
istration and research and development funds from the Office of
Human Development Services and the Administration on Aging,
On Lok developed a comprehensive and long-term care service
system.
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So for the past 4% years, On Lok has provided all the health and
health-related services from transportation to hospitalization to ap-
proximately a population of 300 older ople so frail that they are
certified by the State of California as g?zing eligible for placement
in a skilled nursing facility.

Medicare reimburses On Lok for all of its delivery costs, and On
Lok’s professional multidisciplinary staff has the freedom and the
flexibility to provide the services needed without regard to normal
reimbursement requirements, restrictions, or constraints.

Our expectations for On Lok are realized and even surpassed.

First, On Lok found that indeed many people can be kept out of
nursing homes. Today, less than 3 percent of On Lok's population
actually resides in a skilled nursing facility. This is less than the
national average for the total population of over 65 years of age.

Second, and more important from medicare's perspective, hospi-
tal days have been reduced.

Since 1978, On Lok has been able to reduce its percentage of hos-
gital days from over 2 percent to now just over 1 percent of total

ays.

This rate is comparable again to hospital use by the general med-
icare population, both healthy and frail.

Third, community services were considerakiy incrvased. Nearly
all of On Lok’s participants attend a dav }ealth center at least a
few times a month and some attend daity.

Many receive in-home services.

And fourth, the bottom line costs were favorable.

Although community service custs were high, savings on acute
hospitalization on skilled nursing facilities offset these high costs.

On Lok’s total per capita costs now are $1,220 per month which
is only about 85 percent of what medicare and medicaid usually
pay for such frail persons.

There are a number of points that I would like to make based
upon On Lok’s experience.

Above all, long-term care can and should be a part of the com-
munity’s health service delivery system. It should be community
based Persons should be able to receive services while remaining
in their own home and in their own community.

On Lok’s philosophy from the very beginning has been to help
the older person remain at home as long as it is medically, socially,
and economically feasible.

On Lok has found that while some peorle need hospital and
skilled nursing care at some time, over all, much of the skilled
Surszing placement and some of the hospital placement can be re-

uced.

Community based means community controlled. The long-term
care system needs to reflect and be scrutinized by the community.

On Lok’s door, for example, is always open.

My next point is that services need to be integrated to meet the
needs of the long-term care population.

The frail elderly adult has multiple interrelated needs. Medical
problems, functional limitations, var ing degrees of confusion, and
disorientation are the norms rather than the exceptions. )

Services funded by different programs and delivered by many dif-
ferent providers are not an adequate response.
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We have seen people going into hospitals because funding wasn't
available for a portable meal.

Single-source access and controlled overall services is crucial. As
service providers, we are concerned with providing the highest
quality of care with the available resources.

As taxpayers and political realists, however, we must also ad-
dress the problems of cost control and long-term care.

In the present reimbursement system, neither the consumer nor
the provider has any responsibility for cost containment and as a
result costs have gone out of control.

Risk-based capitation reimbursement which place the service
provider at financial risk has been successfully employed by the
health maintenance organizations, the HMO's, in dealing with the
generally healthy, usually younger population. On Lok's experience
shows that the same principle can be applied to long-term care
with even greater success in controlling the cost and improving the
quality of care.

Ironically, HMO-like programs serving the frail aged like On
Lok's CCODA, do not qualify under existing Federal and State
HMO legislation because they do discriminate based upon frailty.

My final point is that special attention must be paid to the plight
of the middle income, long-term care needy.

The wealthy can buy whatever they need and the poor have med-
icaid to help meet long-term care needs. But those with small sav-
ings or income have to luse everything before getting adequate
care.

The present long-term care reimbursement system most abuse
the middle class who typically shoulder the biggest tax burden
during their working days.

Medicare insures against acute hospital bills, but with this
middle-income group, the truly acute problem is the high continu-
ing cost for chronic care.

A number of pieces of legislation have been proposed to address
the long-term-care problem of the middle-income group. Among
them are part D of medicare. I understand part C has Leen pre-
empted for dentistry, so we will move over to part D instead.

A separate insurance program for long-term care services. Ex-
pansion of medicaid eligibility to include the middle income in
neced of long-term care and integration of medicare, medicaid, and
long-term care social services into a sinﬁle authority.

For example, perhaps, title XXI. What is needed urgently is a
national long-term care policy which guarantees every individual
the right to needed health and health-related services not only in
the interest of the individuals, but to control public expense.

The present patchwork of reimbursement only leads to uncon-
trolled costs.

November 1, 1983, On Lok began the fourth phase of the develop-
ment of its long-term care system. On that day, On Lok became the
first program in the country to assume full financial risk for the
delivery of all health and health-related services exclusi ly to a
certified frail population.

Through assumption of risk, On Lok has explicit incentive to
control custs. Medicare and medicaid now pay On Lok a monthly
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fee that is less than these programs normally cost for this popula-
tion.

So, cost savings are already guaranteed.

Nonmedical participants now pay their share of costs for services
not normally covered by medicare.

On Lok continues to have the freedom to serve individual needs
rather than reimbursement constraints and realize the financial
risk is the price of this freedom.

Our demonstration was authorized by an amendment to the 1953
Social Security Act for which I would like to thank members of
this committee and others who supported us.

While On Lok has indeed been fortunate in having the opportu-
nity to develop its model long-term care system, On Lok is not
unique There are many other good demonstrations going on in this
country and many other providers across the Nation have ap-
proached On Lok in search of a similar opportunity for better serv-
ing the people they care about.

Therefore, we urge Congress to support the development of inno-
vative systems of long-term care to address the dual concern of
quality and cost control.

Ongoing medicaid demonstration authority as granted in section
2170 of the 1980 Omnibus Reconciliation Act is a step in the right
direction, although there are some implementation problems.

On Lok has worked with the California Legislature Subcommit-
tee on Long-Term Care and know well their interests and barriers
they face in establishing long-term care programs in the State.

Congressional support is needed to see that the intent of 2176 is
realized at the State level and that similar medicare waivers are
enacted.

Furthermore, we must look to these demonstration programs not
as time-limited experiments that will be started, stopped, and stud-
ied by its ongoing evolving system that continuously strives to im-
prove the long-term-care services and reduce costs.

We must find new, better, and more cost-effective programs to
serve the aged in need of long-term care and extend these innova-
tions into policies through legislation.

We must caution, however, that these programs do not develop
in 1 day, 1 week, 1 month, 1 year, or even 3 years. They take time.

Medicaid, medicare, the States, and Congress must work together
with providers and consumers to develop more equitable and effec-
tive systems of service for our frail aged.

It is time for action and we offer you our assistance and I thank
you for listening to me.

Mr. PEppER. Thank you very much, Dr. Gee.

We'll finish the panel and then we'll open for questions.

Mrs. Trager, we welcome your statement.

STATEMENT OF BRAHNA TRAGER

Ms TRAGER. Members of the panel, I am Brahna Trager. I have
spent all of my professional life in health care programs for the
chronically ill, the physically handicapped, and for people who
need long-term care. I have worked as an administrator of our
State crippled children’s program in California, as the executive di-
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rector of a home health agency for long-term care, and as a special
consultant tu the Special Committee on Aging of the U.S. Senate. I
am currently coediting a journal which is related largely to long-
term care and to home care.

ocIi will be talking mostly about home care in this presentation
today.

The current persistent preoccupation with the cost of health care
in the United States has produced some questionable reactions.
This is particularly true of health care for the older population.

The impressioa that rapidly escalating costs of health care can
be controlled only by reducing the accessibility, quality, and quan-
tity of care provided to older people is> a dangerous misapprehen-
sion.

For the older population, the major issue is'the need for accepta-
ble resources for long-term care.

Cost containment and the maintenance of optimum health must
be a joint objective, and both depend upon a system of reliable
health care measures which require a range of services and options
adapted to a variety of needs over the long term.

The problem of long-term care is a label which covers absence of
choice, care of poor quality, care which is inappropriate and limit-
ed or absent resources.

There has been less interest in finding ways out of the long-term
care dilemma than there has been concern with protection of an
industry.

At the present time, older people are being admitted to long-
term-care institutions from hospitals with minimal attention to ac-
ceptable planning.

They are being cared for by overburdened families without recog-
nition of the fact that such strains will lead inevitably to the long-
stay institution unless help is provided.

They are frequently alone and without care of any kind until the
long-term institution becomes a final solution.

Few of these arrangements represent the choice of the person
most involved.

This situation has been reviewed repeatedly since the enactment
of the medicare-medicaid legislation. The solution most frequently
referred to has been the development of alternatives to institution-
al care, and of these, home health services have received the most
attention verbally, at least, and always with the provision that
such services must be cheaper than institutional care and that
home-health-care services utilization must not entail add-on costs
to the rapidly escalating expenditures for nursing home care.

The arguments in favor of a system of home health services have
been enumerated repeatedly. There is strong evidence that older
people dislike institutions and prefer to remain at home.

There is evidence that institutional placement may present im-
portant health risks.

Home health services have the advantage of great flexibility.
They can be adapted to changing individual and family needs.
People who are alone as well as those with families can be main-
tained for long periods of time in their own setting which is in
itself a factor in maintaining health.
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It is, therefore, surprising that, except for a handful of programs
in the United States, home health agencies do not provide long-
term care.

The discouraging record of home health services development
and utilization has also been reviewed un numerous occasions.
They are not available in even minimally significant numbers.
Large areas of the country have no services at all. Most certified
agencies have very limited capacity, and the service range they
offer is not adaptable to people with long-term care needs.

The most important problem is presented by eligibility and reim-
bursement constraints imposed by public regulations and reim-
bursement policies.

Public policy in long-term care has not only favored the institu-
tion, it has made any other choice almost impossible.

A further major factor in this situation has been the narrow ap-
proach to funds for the development of home health services.

Public funds have been substuntially available for nursing home
development. They have not been available for home health serv-
ices development.

There are 18.000 nursing homes in the United States, most of
them proprietary and reimbursed from public funds. There are ap-
groximately 4,000 certified home health agencies in the United

tates primarily dependent upon fundiag from voluntary sources
and strangled by difficult utilization 1< _1irements.

These limit services to acute care in reiatively infrequent circum-
stances provided by professionals whose skills are rigidly defined,
and by paraprofessionals who functions are limited to nursing as-
sistance.

Long term care has different requirements. It must certainly be
health care, but there is a large component of the services which is
related to restoration and maintenance and in these the homemak-
er functions play an important part.

Since these are not reimbursed, people may go into long stay in-
stitutions because relatively simple, but essential, support services
are not available to them.

The public policy expressed in this system is based on the as-
sumption that long-term care is entirely custodial and that there is
no room in long-term care for improvement or stabilization or ym-
proved phﬁsical and emotional well-being. ]

These objectives are in fact achievable and with goud long-term
care, the personal cnvironment can be a powerful factor in their
achievement.

If a different strategy is to be undertaken, it must be in the di-
rection of health measures which work. Cost capping is not a
health measure. Preferred provider status is not a health measure.
Diagnostic grouping is not a health measure.

It is questionable whether any of them will improve the health
status of the population. .

A shift in emphasis in the direction of something more than
short term acute care or long-term custodial care does offer that
possibility.

Such a strategy requires in public policy a frank endorsement f
a system which wei:ﬂ support services more appropriate to the
health status of the individual.
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In long-term care, this will mean an endout.. ..cnt of care outside
the institution and in the community in ordur tu create a better
balance between the two methods.

Care which is based in the community will invoive action in sev
eral directions.

First, a rational rearrangement of the present confusion in State
and Federal funding sources «nd eligibility requirements.

Second, planned develupment of hume health services in order to
gchtieve equity of access and service range throughout the United

tates.

Third, realistic changes in home health services certification and
eligibaiity :eq‘Exirementa iz, order to achieve a better matching of
the needs of tiic consuimer of long-term care.

This will involve provision of a broader range of professional
services and redefinition of the concept of skilled care as it is ap-
plied to long-term care.

Fourth, the requirement that all home health services require
paraprofessional care which provides assistance with activities of
daily living and environmental maintenance as needed as a part of
any reimbursed plan of care.

Fifth, redefinition of the concept of part-time intermittent care
in order to allow for variation in the intensity of need.

Sixth, an aggressive approach to preventive care in high risk
groups using established methods of vutreach, health supervision
and health education based in health departments and health cen-
ters.

Seventh, greater emphasis on huspital discharge planning with
special attention to care in the community. The reyuirement that
there be at least vne after care call to discharged patients who are
at risk would be ar effective adjunct to discharge plans.

Eighth, implementation of the concept of the community net-
work, with trxe developnier.c of such services as adult day care,
meal services, special needs transportation, and introduction of the
many electronic security and munitoring devices now being used in
home care programs in Europe.. .

Ninth, serious attention to the range of innovative housing ar
rangements which are being developed abroad and which increase
the feasibility of home care planning.

I¢ is no longer news that planning for the needs of vlder people
in the area of long-term care has been seriously deficient 1n the
United States.

The need is not the problem. The problem is vur indifference to
the need and our unwillingness tu take the necessary steps to meet
it.
Home health services are in effect a resource which may poten
tially provide older people with what everyune looks forward to
achieving, a decent life and a decent environment that is a result
of personal choice rather than an imposed necessity.

It 1s certainly not an unreasonable hope and could certainly be
met with reasonable measures.

Thank you.

Mr. Perper. Thank you very much, Miss Trager, for your excel-
lent statement.

Unfortunately, we are having a problem with time.
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I had the i)leasure of meeting Dr. Estes last evening and I wish I
could hear all of her statement, but I'm going to ask her——

L you have an extra copy that you can give me that I can take
with me? All of these statements, of course, will be fully carried in
the record, which we will very carefully study, because you are
right on tke beam in developing ways by which we can provide
long-term care to the people of this country. Dr. Gee, your system,
the On Lok system, which is substantially the HMO system, is the
one that seems to us the most inviting.

Dr Estes, could you put your statement in the record and will
you summarize it for me? I want to hear from you and if you'll
give me a copy of it, I'll take it and read it on the plane.

STATEMENT OF CARROLL ESTES

Dr. EstEes. Thank you, Mr. Chairman.

I am a professor of sociology at the University of California in
San Fruncisco in the School of Nursing, and I am a director of an
Aﬁing Health Policy Center.

have served on the California Commission on Aging and have
been a consultant to the U.S. Senate Special Committee on Aging
for @ number of years.

It is a distinguished pleasure to be here and what I would like to
do is to just emphasize quickly some of the points that are in my
written testimony.

I think that to consider the long-term care problem, we must
consider the other half of the coin as well, which is the acute care
problem because we cannot resolve, we do not have the resources
to resolve, the long-term care problem, without addessing the cost
issues within the acute care sector.

The difficulty is, as you have pointed out, Mr. Chairman, very
clearly, not that medicare and medicaid are problems, but that of
necessity They were required to buy into an existing system which
contained highly inflationary incentives for cost rises. So the result
is that we have replaced the goal of providing access to needed
services to for the poor and elderly cost containment.

I raise the question. Is the administration correct that we have
t~ accept a tradeoff between access and cquity in the desire to con-
tain costs?

My testimony stards on the proposition that we do not have to
accept such a tradeoff and that in fact economic efficiency and a
comprehensive equitable long-term care system are compatible.

The solution lies in a comprehensive rethinking of the system,
not in trying to further fragment an already fragmented system.

While I've talked about the issues in the written testimony of
access, cost, quality and continuity of care, these are issues that
can be dealt with if we view tI's problem from the standpoint of
the consumer They cannot be resolved by applying_the economic
theories of price competition and market refo.m to illness, caring,
and compassion.

It is time, Mr. Chairman, that our political leaders quit listening
to economists and started listening to sick people.

In our research, we have been looking at the impact of current
policies on both service providers and the elderly, and I can tell
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you that the present policies penalize the sick elderly and shift
more and more of the cost burden on their shrinking pocketbooks
lax&"ely in the name of competition.

hat can we do? We need access to a full range of services
within one uniform, comprehensive system, and my suggestion is
that we need to give very careful attention to what the Canadians
have done.

In 1971 they were in a similar position with extremely high esca-
lating health care costs, and they have invoked since then a uni-
versal national health insurance prugram including long-term care,
at a cost that is far less than our fragmented and inadequate
system.

And how have they done that? They have done that by using two
strategies. They have used global budgets, which are negotiated
budgets for hospitals on a predetermined basis, and they have used
negotiated fee schedules for physicians.

The Canadians have a service system that does not leave 26 mil-
lion people out of health care coverage as our current system does.

It is a system that is age-integrated and service integrated.

In terms of the current hospital cost containment, there are
three strategies that are being discussed.

One of them, of course, is the hospital reimbursement policy
changes that the administration is now beginning to implement
through DRG’s and other mechanisms.

But my point would be here that, unless we have cost contain-
ment mechanisms that involve all payers, not just medicare, that
involve huspitals and physicians and afl service providers as well as
Blue Cross, private insurance, medicare, and medicaid, there will
be cost-shifting, and ultimately the elderly will pay the highest
price.

Again, I would peint to the Canadian experience which has suc-
cessfully constrained costs for health care in comparison to the
United States.

U.S. costs were approximately the same then. Now, however,
U.S. health-care costs are approaching 10 percent of the GNP and
Canadian costs approximate 7.9 percent of GNP.

Again, I w uld emphasize that the all payer issues are very im-
portant. .

Another «pproach, of course, for cost containment has been re-
ferred to as the health maintenance organization concept.

We are fortunately in the position, as Congress is now consider-
ing legislation, of knowing that there is growing evidence that it is
pussible te provide alternative community-bused care at lower cost
than institutional care. What is needed 1s Federal encouragement
not just for demonstrations, but ty continue the successful alterna-
tive models on a permanent basis.

I would urge you to consider the concept of the social health
maintenance organization for longterm care. The SHMO’s essen
tially adopt the same concept as the -health maintenance organiza-
tion, but include the full range of social- and community-based
services that are needed.

The third approach to cost containment —cost shifting to the con-
sumer—is suggested by a number of economists, particularly the
precompetition health strategists.
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In considering this approach, it is very important to ‘note that
this strategy will result in inequitable sacrifices among different
members of the population. Escalating health costs that are now
exceeding $14,000 a year out of pocket per elder, estimated for
1983, are extremely burdensome, particularly for minorities, for
women and other low income individuals. These health care costs
comprise very high proportions of their incomes, proportions which
the table attached to the testimony shows goes up to 29 percent of
the annual income for certain groups, in terms of the incurred out-
of-pocket health costs.

The cost shifting and cost sharing approach is disproportionately
bad for women and minorities and the poor, particularly since
their health tends to be worse.

The increased copayments and deductibles strategies also in-
crease not only out-of-pocket payments, but of course they increase
the number of people who cannot buy part B medicare physician
coverage, and then increase the number who cannot receive or pur-
chase the Medigap insurance. These are mechanisms that further
increase costs and inaccessibility to the aging.

I will close with the major point in my testimony which is to say
that there is a link between solving the crisis in medical care costs
and the crisis in the need for the long-term care of the elderly.

Comprehensive reform in the entire health care system is
needed, rather than these stopgap measures which penalize those
who need medical caré the most—the poor and the sick.

We must challenge our basic complacency about the dual policy
in health care, our separate systems of financing and administer-
ing acute care from that for chronic care.

The patient’s needs certainly are inseparable for him and the
combined effect of these separate policies and systems of care tend
to be financially devastating.

It is a myth to think that the hard-working middle class are
going to have an easier time in old age than the poor, particularly
if they are sick. The middle class will ultimately receive welfare
medicine unless current policies are altered. Even for individuals
on moderate incomes, the expenses for chronic illness as well as for
the acute care costs that are uncovered can lead to impoverish-
ment.

All generations share a stake in resolving this problem. The solu-
tion, in my view, will not be abated by adopting the competition
notions that a sufficient reduction of health care costs can be
achieved with cost-sharing. There is no way that we can achieve a
$300 billion savings for the medicare deficit by shifting the costs to
elderly patients,

Not only that, the decentralization policies will not solve the di-
lemma, because the States are extremely hard pressed financially.
Those here from State government can certainly testify to that.

Not only have the States experienced a taxpayer revolt, but they
have had the recession. And they have had multiple taxpayer ini-
tiatives that have reduced their revenues. The States cannot in-
creasingly bear the burden of health care and other costs for the
poor.

My final point is that it is my firm belief that the equitable allo-
cation and the distribution of the Nation's health care resources
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cannot be reached without a vital Federal role and without nation
al leadership.

It is increasingly clear that we will not have the range of com-
prehensive reform without concerted national leadership.

So let me close by recommending that the committee take the
lead in developing a national policy that will give all people in the
United States the same kind of universal comprehensive health
coverage, including long-term care, that is already enjoyed by our
less affluent, but equally hard-working, neighbors in the north, the
Canadians.

Congress took a major step in enacting medicare and medicaid in
1965. Mr. Chairman, we need to go the rest of the way.

Thank you.

Mr. PeppEr. Thank you very much.

I'll ask the staff if I can get a copy of Dr. Estes’ speech so that I
can read all of it.

[The prepared statement of Dr. Estes follows:]

PRrEPARED STATEMENT OF CARROLL L. Estes, Pu.D.

Mr. Chairman, I am delighted to have the oppurtunity to testify before the House
Select Commuttee on Aging on long term care and the elderly. I am particularly
pleased, Mr. Chairman because of your long record of concern and leadership oa
1ssues of importance to the elderly. T would like to emphasize that the views that |
am expressing are my own, although they are based on more than a decade of re-
search with colleagues in the University of California un aging and health policy
issues.

The dream of a national system of long term care services at an affordable price
with access for those who need it appears mure distant than ever. Replacing the
dream 1s the specter of a monster —medical care costs are now escalating at three to
four times the rate of inflation. The system uccords low priority to the predominant
health needs of the elderly—the need for chronic illness care in the home and in the
community, and st provides instead high cust hospital care that is often inappropri-
ate and unnecessary.

In order to examine the basic issues related to long term-care, it is essential that
we look at the other side of the coin—acute care as well. It is in resolving the prob-
lems of acute care that the answers can be found for resvlving the problems of long
term care. The health care cost crisis, as now being socially “constructed” by many
of Amenica’s most powerful opinion makers, has been defined (erroneously, in my
view) as a Crisis in excessive consumer demand. Cries of the pending bankruptcy of
Medicare are useful political symbuls to justify drustic measures- eliminating serv
ices, beneficiaries and; or entire programs, while also shifting burdens and costs and
responsibilities from government to individuals. The underlying ideology is that the
scarcity of resources— rather than human needs- should govern public polgiy

Further, there 1s no evidence that the elderly have misused either Medicare or
Medicaid. Misunderstandings are created and public support is eroded for health
programs when the crisis 1s defined as the fault of individual elder’s choices to use
too many health services. This version of the crisis is particularl interesting since
1t agnores the fact that 1t 18 the doctor who admits a paticnt to tie hospital, orders
laboratory tests and X-rays, writes prescriptions and in other ways determines 70
percent to 90 percent of medical care costs.

Blaming the elderly obscures the fact that rising health costs are directl(y linked -
not to individual abuse of the system—but to the design and financing of Medicare
and Medicaid, and to the economy and public policy choices—for example, unem-

loyment wreduces payments 1n), inflation taccelerates payments out), and revenue
osses through tax cuts have seriously squeezed health programs.

The abanconment of the goal of access (providing medical care where it is
neededy, 1n favor of the goal of cost containment brings us squarely to a critical
question. Are cost containment and equity inevitable trade offs? My personal view is
that the trade-off proposed by Admunistration policies and conservative economists
between cost containment and equity of access is a false and politically motivated
one.
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Some of America’s most powerful opinion-makers would lead us to believe that we
are faced with an “either/or” choice between costs and equity 1n access that we
must accept like good medicinc for the nation's ailing health. As a challenge to
these idens, my testimony stands on the proposition that econonuc efficiency and an
equitable, comprehensive health system are not incompatible 1deas. The solution lies
in a comprehersive approach to Kenlth care, not in trying to further fragment an
already fragmented system.

The crisis atmosphere is fertile ground for forced and unnecessarily harsh polici-
tal choices that erode basic eatitlements. However, I believe that we can afford to
meet the goal of the President’s Commission on Ethical Problems in Medicine and
Biomedical and Behavioral Rescarch the “ethical obligation to ensure cquitable
access to health care for all” (U.S. President’s Commission, 1983, p. 4).

WHAT DOES THE “SYSTEM™ OFFER TO THOSE WITH CHRONIC CARE NEEDS?

Given current health policy, those needing long term care will be faced with a
system of restricted access, high costs, often questionable quality, and lack of conti-
nuity in care,

! Access -Obmininﬁ long term care is itself a problem. The wide variety of serv-
ices and providers makes it difficult for individuals to determine what 15 available,
needed, and appropriate, as-well as how to obtain reimLursement. Once individual
needs are determined, access to services depends on esther having private financal
resourcs *o be able to pay directly out of pocket for needed services, or quahfying
directly for Medicaid because of extreme poverty or by “spending down™ into pover-
ty to become eligible as medically needy. The costs of institutional long term care
are often borne t;y consumers without benefit of insurance. 40 percent 1s currently
paid by private consumers out-of povket, while insurance payments and charitable
contributions account for only three percent of a'l private nursing home expend:-
tures (Gibson and Waldo, 1982).

Different federal statutory requirements and state policies compound the difficul-
ty with multiple definitions, ceverage, reyuirements, and reimbursement methods.
Medicare pays for most hospital und physician services but excludes most nursmﬁ
home and long term care services, psimarily for those aged who can be rehabilitate
and whose care is determined to be m ically-related for example, personal or
homemaking services are not covered).

Medicaid is the primary payor of nursing home cure, paying about 90 percent of
all public funds spent on long term care—but for Medicaid chgibles only (U.S,,
Senate, 1982) Restrictive Medicaid eligibility criteria pose barriers to access, and
oligibility policies vary substantially from s{ate to state, as does service covrrage
{Scanlon, Di Federico and Stassen, 1979, U.S. HCFA, 1982). Although Medicaid 1s
less restrictive than Medicare with regard to home health services, only two percent
of Medicaid budget supports non institutional health services such as home care
since most states have limited their coverage as Medicard does (U.S., HCFA, 1982).
It is far ensier to obtain Medicare and Medicaid benefits for hospital and nursiag
home care than for community-based or home care.

Many people who require some form of long term care, particularly noninstitu-
tional care, often do not receive nceded services. A large proportion of nuninstitu-
tinnalized elderly people are cared for by family and friends—often inadequately be-
cause personal care, home health care, and housing needs cannot be met by commu-
nity services The Congressional Budget Office (U.S. CBO, 1977) estimates that up to
four million adults will have unmet needs for home-based services by 1985.

The primary barriers to access are two fold. (1) the unavailability of public ordpn-
vate funds to pay for long terin care because they are allucated to acute care, and «2)
the lack of nﬁcrnntives to institutional care in most parts of the country. While
many long term care projects have been developed with demonstration grants and
some states such as New York, California, and Massachusetts have been leaders 1n
the dovologment of alternatives, such as adult day care, the supply of such pro-
grams continues to be inadequate.

Access to nursing home beds is another problem. The supply varies from 23.9 beds
per thousand elderly in Florida to 118.5 beds per thousand :n Nebraska (U.S. NCHS,
1082y Medicaid recipients and the severely disabled have particular difficulty find-
ing nursing home beds where reimbursement rates are lower then the private payor
rates ‘Scanlon, 1980, Harrington, 1983). In many places, homes select private paying
and light-care patients Thus denying beds to public pay:ng and difficult ' chents.
As a result, some patients who should be in nursing homes are bucklogged 1n acute
care hospitals at a higher cost to Medicaid, while uthers who could reside outside of
nursing ﬁomos may be placed in them due to lack of cummunity based alternatives.

RIC ;"/3

Aruitoxt provided by Eic:



Q

ERIC

Aruitoxt provided by Eic:

69

2. Custs.  The finanuial burden of institutivnal long term care costs to individuals
and guvernment is very modest when compared o what is spent fur hospital care
and trivial when compared to what 18 spent for unnecessary militury hardware. Be
tween 1971 and 1981, tutal expenditures fur nursing home services ruse 332 pereent
and the annual growth rate was 17.4 percent between 1980 and 1981, only slightly,
less than the growth in huspital expenditures (Gibson and Walido, 1982;. As the pri
mary svurce of funding fur long term care, Medicaid spent $12 billion in 1981 un
aursing hume care, 88 percent of all public expenditures on such care and half the
total nativnal nursing home bill (Gibson and Waldo, 1982). The finanual burden on
users-- individuals, spouses and their fumilies for skilled nursing care averaged
$12,200 per year in 1981, although the median aged family income was only $14,335
(\US. Senate, 1982, La Jolla, 1982). Many nursing hume patients receiving Medicaid
\as many as 48 percent in 1976) were not anitially pour but depleted their resources
so0 as to qualify as “medically needed” (U.S. CBO 1977).

The traditional bias in favor of institutionalizatiun, that 1s reliected both in stat-
utes and in practive, is a majut contributor o the current cost of long term care.
Less than 2 percent of tutal Medicaid expenditures are spent on cummunity-based
lung term care services, in cuntrast to 40 percent spent un nursing hume care \U.S.
HCFA, 1981a, Gibsor and Waldo, 1982). Further, the CBO (1977; estimates that be-
tween 10 20 percent of patients in skilled nursing fucilities and 20- 40 percent of
thuse sn intermediate care faulities du not need the level of care provided by thuse
facilities and that they cuuld be cared for with a less intensive level of care, ur vut-
side of institutions, at less wust. Other estimates suggest that up tu 50 percent of the
institutivnalized patients would be cared for in dess restrictive settings, depending un
the criteria of need which are used (U.S. HCFA, 1981b, U.S. Senate, 1977-78, U.S.
NCHS, 1979a).

J. Quality.—The quality of care in the present lung term care system is uneven
and often pour. The fears of institutivnal piacement by the uged are justified in part
by the undesiruble waditivns in muny nursing homes. Abuses huve been document-
ed, and stafl shortages are exacerbated by an overreliance vn untrained or unli-
censed personnel (Vladeck, 1980, US. Senate, 1974-76, U.S. GAO, 1979). These prob-
lems alung with the lack of privacy, the impersunal atmusphere, the loss of family
and souial relativnships, and the resulung deterioration of morale, make institution
alizatiun the last resort for the aged and disabled (U.S. HCFA, 1981b;. For many of
the severely impaired elderly, however, the nursing hume is the must approupriate
place fur care and we should du everything that we van to have that care competent
and conipassivnate. Regulatory imitiatives by federal and state guvernments in the
1970s had improved the quality of nursing hume care. However, the de-emphasis un
enforcement of even m.nimal standards by the Health Care Financing Administra-
tion must be a cause for grave concern (Hughes, K., 1983, Who else can protect
these individuals if their uwn government abrugetes that responsibility?

4. Cuntinuddy of Care. The aged and disabled fuce a complicated and confusing
service system in which itas difficult W courdinate a comprehensive package of non
institutivnal services (Harrington and Newcomer, 1982, Services are delivered by a
vaniety of guvernment and privately funded health and swuial service prugrams and
by many different hinds of minunity and private organizativns. Public agencies
often purchase services frum the voluntary and private sectors, While increasing the
vanety and flexibility of programs, the proliferation of agencies further fragments
the delivery.system and weakens swcountability in the service netwourk. In addition,
there s fragmentation of servives for different pupulation groups, particularly be
tween the aged and the disabled.

This fragmentation of funding and servive agencies comphicates the potential for
awess 0 a contiuum of long term care health and medical services. Thus, the re-
spunsibility of finding und goining awess W appropriate suppurt rests primarily
with the patients themselves and with ther families  an often unmanagable task.
The result fiequently 15 nappropriate placement, failure to ubtaun preventive care,
and ov -7l cost inefficiency.

Wha. . be dune? Let me begin with a set of principles to guide the development
of a comprehensive long term care system.

BASIC PRINCIPLES vF A COMPREHENSIVE LONG-TERM CARE SYSTEM

An adeyuate system of long term care should inddude seven basic principles.
1. Furst, 1 must be comprehensive including a full range of health and svaial serv
swes vovenng the cuntinuum frum cummunity based care to iastitutivnal care.
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2. Sewond, it must be linked with other health and suuial services as well as acute
ware servies, incduding hospital care and physicians services. \Thus, it must nut be
separated into its own long term care closed system.)

3. Third, it must provide incentives for providers to keep custs at u reasvnable

levdd, to prevent overutilization and to prumote the use of appropriate services, \One
way tu du this is to put providers at risk under capituted prepuyment plans, an
uther, 15 to have an effective system of regulations at the state level that snlludes
hospitals, physicians and nursing home services.)
4. Fourth, it must have a financing system that provides protection frum impover
ishing individuals und that allows for combining private and public resuurces g,
alluws individuals to buy protectiun before they t’)cwmc ll, pcrﬁups through capitat
ed_prepn‘\"m_ent plans, and provides coverage for the uninsured.)

5. Fifth, it must ensure open access to those whu need the services regardless of
nbilitg' to pay or other characteristics.

G. Sixth, clicnts must have access to the services regardless of age. While lung
term vare (LTC) is predominaatly used by older individuals, it is a systen for those
whu are disubled of all ages. No adequate rativnale for age segregation can be mude
in my view=but rather age integrated services are critical.

7. Seventh, it must include preventive and restorative services as well as treat
ment and illness management.

In urder to meet these basic principles of a long term care system, however, we
will need to resolve several very crucial problems.

Controlling the overall rate of increase in health care costs .., through all payor
icgulativn at the state level, global budgets for huspitals, ncgutiated fee schedules
for physicians);

Develouping pooled cuverage irisks) for those 26 mullivn wr moure; Amerivans who
are unubre to afford health insurance;

Establishing incentives for nun hospital acute wre services and fur community
based long term care services;

Addressing tax revenue reform issues based vn u reconsideration of tax equity
€4, individual and curpurate tax burdens) and the revenue needs of government,

Reduding unneessary military spending where it tukes away frum essential do-
mestic needs in income, health and social services.

As resvarchers, providers, policymakers, families and the concerned publi, we are
well aware of the high cost and low satisfaction associated with the delivery and
ulpanization of lung term ware. We know of the near desperate stute of famihes who
find theinselves, in sume cases, even furied to abandun their elders, we are infurmed
uf the hard working middle cluss retired cuuples who are furced into poverty when
une spuuse beeumes serivusly Wll, we know he frogmentation and gaps in the delin
ury oystem, we understand that doctors may ignure or discount ulder peuple, we are
afltard that pulivies aimed at increasing famuly responsibility will be a rhetonal ory
fur "du nuthing.” We are informed about the waste in prufessional capac.ty, the
waste . human lives and the waste in matenal resvurces of the current system
keyed to "helping” the lung term patient by institutivnalizing and impuvenishing
them into segregated warehouses for the poor and dying.

Over the pust decade the notion of a “continuum of care” which would integrate
awidi and health service systems in order to address both acute and chronie needs
has e articulated und advanced in different ways, Despite impressive acomphish
nients i genatrie education, technulogy and service demonstrations, the truth s
that vut system performs far below its capauty  and far below that of vur neighbour
to the north~Canada.

The urgent need to DO SOMETHING s all the more urgent in Light of guvern
ment wutbacks, The monetary and human costs are ¢nurmous and involve all of us
in muuni; in the direction of a viable long term carc strategy, und not merely by
piccemeal measures. However, where do we begin? .

First, we must start with a basic commitment t the notion_that chronic illness
canniut be separated into certn specific kunds of providers and paid for un a piece
wurh Jfee for-services basis. Those with chrunic illness not only need the Long Term
Cate sedvives that I have described but also need huspital services, ambulatory med
al senvaes, drugs, eyeglasses, podiatry, dental, und many other services that are
not traditionally colled Long Term Care services.

Access to this fuil range of services within one comprehensive system 15 essential.
But huw are we guing to get there? How have others gotten there? How have the
Canadians managed o have a system of comprehensive universal national health
isuranve .m.lusm s lung term care at u cust far below that of vur fragmented and
inadeyuaie oystem? While few of us need to be remunded abuut the primary issue of
wust wuiiol 10 an age of austerity, I would just Like to underscore that we must not
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lose sight of the interdependency of the two systems of care, that 1s, chronic und
acute services. We must have a system that is buth age integrated and service inte
grated. Although an integrative approach to lung term care 1ssues and uptions goes
against the current fragmented sources of funding we must began Lo work tugether
on these two frunts. Until we have effective cust cuntrol of institutional (espeaially
hospital and nursing hume; services, we are not guing to have the capauty to move
toward developing the kind of rational, comprehensive, health care system, includ-
ing long term care we envision,

Numerous proposals for controlling health care costs are widely debated with an
enormous amount of vested political and evonumie interests a. stake. I do nut intend
to go into detailed explicatiun of cumplicated formulus, but rather what I would
hope to present today is a highlight of some importunt featuses of three propused
strategies of cost cuntrul (1, reimbursement polivs, i change 1n the vrganization
of delivery and payment and (3) cost-sharing.

METHODS FOR CONTROLLING HEALTH CARE COSTS

1. Hospital reimbursement

Because there is general agreement that the rupid rate of increase of health care
costs must be reduced. High priority is being given to huspital cust contuanment
through altered reimbursement policies. Congress altered Medicare huspitul reim-
bursement substuntially in the Tux Equity and Fiscal Responsibility Act of 1952 and
in the 1983 Soiial Secutity Amendments. In addition, the Administration has pre-
posed further dramatic increases in patient cost shanng. While this piecemeal up
pruach may redice huspital expenditures in the Medicare program in the short run,
many expect it will result in wst shifting tv private third-parties unless policies are
adupted to prevent that practice by huspitals. It s also likely to d:mxmsf\om.ccsa ur
quality of carc for the elderly unless the Mediare cust containment polivies are
gart of a cust cuntainment effort that includes all payurs. Unless the nising costs of

ealth care are contained acruss the buard for huspitals, physiciuns und nursing
houmes and for all puyurs Medicaure, Blue Cruss, commereal insurance, Medicasd
and other third parties/ there will be a coutinued hemorthuge of medicare trust
funds and this result in wontinued rising custs in services and the shafting of these
costs to the aged. Medicare cunnot be saved by incremental 'Medicare only” type
reforms, nu matter how desirable. An "all-payer” huspital reimbursement system
had been adopted in four states - New York. New Jersey. Massuchusetts, and Mary-
land Each state has taken a different apptoach to regulating Hospital puyments
{e g, New York has establislied a per diem rate, New Jersey a per admission rates, |
recommend that Congress adupt legisiution requining effective cosi containment ut
the state level, and if this 1s nut accomplished thut Federal Regulatury policies
would be put into effect.

An example of a methud of all payor regulation, which reackes bzyond Medicare:
funded service, 1s glubal budgeting in which guvernment sets .imits un the annual
huspital expenditure increases to a predetermined umount. Canada’s expenience il-
lustrates ng‘;\t an effective methed global budgetiny, can be in cuntrolling hospital
costs.

Since the early 1970s, with the exception of the U.K., Canada {.us been more of
fective than any uther Western industrialized country in contruiling health care
wosts. Prior tu 1971, when Canadu’s publicly funded medicul and huspnal insurance
prugram was fully implemented, hcufth care expendituses had been nising more rap
Wdly in Can.da t{mn in the United States \Marninur, 1982, Simanis and Culeman,
1980;. Since 1981, huwever, health care expenditures have been contained to a re-
markable degree. In 1971, 7.5 percent of GNP was attributed to all health care ex-
penditures. In 1981, this figure was 7.9 percent. In 1982, it was nrﬂroxnmutcly 8.2
percent of CNP. In the United States during the same penud, health care expendi
tures rosc as a percent of GNP from 7.8 percent to 9.8 percent to 10.5 percent.
Canada has controlled these custs by insuituting glubal huspital budgeting und nego
tiated fee shedules for physicians wn a feefurservice basiss at the provinual level.

2. Change in the organization of delivery and payment

In additiun tu the federal state role in setting limits un the amount reimbursed
fur health care, there is alsu the cunsiderativn of federal-state guvernment offering
incentives for the way in which health care is organized and paid for.

The optimal LTC system should be built on an incentive structure that encour-
ages providers to control their custs. Prepaid plans are une means of duing this. Pre
ferred provider contracts offer another.
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One alternative that should be considered is a prepaid and capitated system that
permits levels to be established in advance of service provisiun and that bases pay-
ment on each individual enrulled rather than on the units of services delivered. This
would ensure that providers have incentives to keep custs below the rate provided.
This has been a key feature of health maintenance vrganizations which generally
have been able to reduce costs to the States where they have been utilized.

There are several long term care prugrams developed on this model, stressing
social services These have been called social health maintenance orgarizations (S
HMOs) and they are well worth your careful examination. The S/HMO combines a
womprehensive delivery system with a financing system (prepayment) that contruls
custs (Diamond and Berman, 1981). S/HMOs provide a complete range of both social
and health services from acute medical care to homemaker and chure services. They
are modeled on Health Maintenance Organizations (HMOs) with the addition of
long term care and social service benefits, traditionally not included in HMO plan
benefits S’HMOs are financed with a payment system based un capitation rates
{fixed in udvance per individual) like the payments for HMOs. Clients enrol] volun-
tarily and payments for enroliment may come from a vaniety of sources including
Medicare, Medicaid, and private sources. Initial S;HMOs have been pumanly fo-
cused on the aged but can serve blind and disabled population groups as well.
Strong arguments can be made for offering enrollment to all individuals at risk of
disability. S’"HMOs are financially “at risk” in that they must provide all benefits
for the fixed, prepaid fee. Since costs expended over revenues must be covered by
the S'HMO, the system is designed to encourage cost-effective manasgement of care.

3. Cost sharing

Let us turn now to the differential sacrifice demanded of the major procompets-
tion health strategy - namely, increased cost-sharing. Escalating health care costs
and budget cuts significantly raised the pruportion of costs personally shouldered b{
Medicare recipents. Recent policy changes have increased the fiscal hardship of ml-
lions of near-poor and poor elderly who are being called upon o bear the growing
burden of their health care costs -costs that comprise 17 percent to 29 percent of
the elderly’s budget (except for older white men) and that now exceed $1,100 per
capita in out-of-pocket expenses (and are likely to increase to $1,430 in 1983, Davis,
1982, g 25) Out of pocket health care expenses are disproportionately borne by
older blacks and women. The burden is especially high for the poor and the near-
poor who are sick. These costs are sobering in view of the fact that the median
income for individual elders in 1980 was $4,226 (Storey, 1983), and in view of the
fact that the poor and minorities tend to be sicker.

FILLRE TITLE. “IMPACT OF DIFFERENT OUT-OF-POCKET HEALTH EXPENDITURES

Medicare deductibles (the base amount une pays before care beconies covered; and
copayments (the proportion of total charges payable by beneficiaries; have buth in-
creased dramatically in the past two years. The Part A Hospital) deductible in-
¢reased 27 percent between 1981 and 1982 (from $204 to $260;, more than double the
historical increase. Yet another increase has been incurred for 1983 o $004;. The
medical insurance benefits (Part B physician services) annual deductible ruse from
$60 in 1981 to $75 in 1982

When applied cqually to all Medicare beneficianes, the differential impact of
these flat rate cost increases becomes clear. As a percentage of income, lower
incume clders bear a sifniﬁcantly higher pruportionate coot for their health care
than dv higher income elders. For example, the Congressiona] Budget Office prujects
that "by 1384 noninstitutivnalized persons with household incomes under $5,600 will
have medical expenditares totalling 97 percent of their $3,659 averuge income, 18
percent of which they must pay outof-pocket. Those 1n the highest income
cotego? * * ° or $58,306 * * * will pay just over one percent out-of-pocket” (U.S.
CBO, 1983, p. 21).

The inureases in copayments and deductibles are expected not unly o increase the
vutof pucket payments for the aged but also tu. (17 increase the number of aged who
cannot afford to purch.  Part B Medicare coverage for physician services. and \2;
inurease the price of suppiemental insurance so that many aged will not be sble o
purchase it, buth of which will further increase costs and inaccessibility o the aged.
The small increase in coverage that the Administration has pro for catustroph-
ic insurance would not offset any of these increased custs o the elderly for Medi-
ware, since _stimates that are only two percent of older persuns would benefit frum
the catastrophic coverage (Harrington, 1983).
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In summary, the import of my testimony cuncerning the link between the ctisis in
medical care costs and long term care for the elderly has been tu recummend com-
prehensive refurm of the entire health care system rather than stop-GAP measures
which penalize thuse who need medical care the most _the puor and sick. Further, 1
xzuld uﬁ;rce with the conclusiuns of the report from New York State Office for the

ing that:

“The Medicare program and its beneficiaries are a victim of our curient health
care system which fosters the use of costly, highly technical, and often unnecessary
care. Rather than simply shifting a greater share of the cost of this system unto the
elderly and other lcvef; of governments, refurm measures must directed at
changing the fundamental nature of our health care system. \P. 24, “Medicare.
él\grgél)%m and Recommendations for Reform,” N.Y. Office un Aging, September 13,

CONCLUSION

Thus far ‘pubh» policies have addressed short runge approuches to long term care
1ssues but if Cungress ur vther public policy makers are v entertain the idea of fun
damental reform, a long range perspective is needed.

It 15 my belief that tﬁe goal of an equitable allucation and distribution of the na
tivn s health care resvurces cannot be reached without a vital federal role in health
and aging. As state and local governments acruss the country devise ways to met
the countervauling demands of taxpayers, providers, and eyual health advouates, it
becumes increasingly clear that lung range comprehensive reform will not come
without concerted national leadership.

As you ure well uware, the Reagan admuinistration’s new federalism ond decen
trulization strategy turns the natign's compass in quite the upposite din<'lva. In
framing u lung term care strategy, then, Congress must consider the relativnship
between state-local guvernment capuaaty o assume responsibility fur the elderly
wnd s»‘umculurly for the long term care polivies fur the near-puor and poor elderly)
and the fiscal cuntext within which state and local governments are vperating, the
interrelutivnship between state and federal ecununie conditivns und policies and the
real wnd growing/ revenue disparities acruss different states and geogruphic re
gions.

The myriad of state level cust savings strategies in health have not lead to sys-
temwide reform. Our research demunstrates that, un the contrary, savings from
direct cutbucks or from eligibility restrictivns have not resulted in the transfer ol
money to social and cummunity-based services (Estes and Newcomer, 1983). Often
such savings wwhere they oceur) merely enable state und lucal guvernments to keep
puve with the overall mﬁuuun in medical care prices and the pressures on Medicaid
generated by unemployment.

We muse begin to challenge our basic complacency abuut the notion of a dual
policy in health care. The United States has separate systems of financing and ad
muinstration for thuse requining acute care and fur these requiring chronic care. The
needs of the patient are inseparately and the effects of mncsa <can be finandially
devustating. 'ic dea that hard-working middle and upper class people will be
spared the sume indignity of welfure medicine in vld age that the puor receive is not
only myopie, it 18 a myth. Even for those individuals and families living on moder-
ate and middle incumes, expenses fur chronic or acute illress can icad Lo impuver
ishment. Curreatly, private insurance and Medicare du now provide for long teri
care {\LTC, coverage. All of us, as we reach old age are at risk of impoverishment
without un adequate system of lung termi care financing. Who amvng us would affurd
the $50 to $100 a day for nursing honie care or intensive home wure, or $18,000 tu
830,000 per year in costs for nursing hume care for any extended 'pc(iod of time
without iusing viir hume, Amgovenshmg our spuuse and virtually forfeitu.g . inde
pendent and signiﬂcd future?

The demand fur real long runge sulutivns to the human and econumic dilemma of
jong term care polivy will not be ubuted by the political call fur anequal sacrifice

Medicare covers icss than 44 percent of the elderly s medial care expenses and Medicaid
ards prmaniy thuse in aurming humes who have exhausted theur private resvurves. The averoge
aged individuai in the U.S, paid $1,436 (n vutof-pucket expenditures in 1980. At the same time,
the medin incume for vider inasiduals wes only $4,500 un 1980,, illustrating why many older

pie are unabie to pay for health services, and particularly for lung term care (LTC) scrvices

1s ligure 53 hikely to merease of the current proposals to further suginent the costs to the pa
ucnis in the Medicare program are adopted by Cungress. When chronic illness lasts over a
penod of tme, many middie viass eideriy mdxniunh and {amilies soun exhaust their resvurces
and are forced into using public resources to pay for expensive care.

o - )
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nor:)({ piccemeal cost control schemes. Nur will the long-term care dilemma be re-
snlved by the Reagan administration’s decentralization strategy. Indeed, an impor-
tant issue for long term care policy is the recognition that increasing decentraliza-
tinn of programs for the poor, aged and disabled fosters politically motivated, rather
than need based, priorities and allucations. The decentralized programs of medicaid
and SSI supplementation have - .ted wide variations in income and health eligibil.
ity and benefits for the poor, the elderly, blind and disabled across the states. Due to
the stringency of eligibility in states, less than 50 percent of those below poverty are
eligible for medicald Given the current structure of programs relevant to long term
care, US “national” policy is now comprised of multiple, vanable, non-comparable
policies and progranss, that are different in different states,

Currently, options for alternative long term care benefits are heavily influenced
by o state’s willingness to underwrite the costs. We may recall that Reagan's instial
New Federalism “swap proposal,” which designated coiaplete financial responstbil-
ity for long term care in the hands of state governments, was unanimously and wvig-
orously rejected by the National Governor’s Association. Our own studies of medie-
aid, focused on the 1982 83 period, show that most of the state medscaid policy
changes in 1982 werce cost containment strategies aimed at reducing the growth rate
in program spending (Estes and Newcomer, 1983).

These studies further illustrate the vulnerability of the aged to capricious and
complex Federal and State health and aging policies, as welfas to broader pol:;{y
~nnsiderations, such as Lost cuntainment and decentralization of programs [rom Fed.
eral to State and Local Governments. These policies have serious consequences for
the elderly In this period of inflation and perceived fiscal <risis, we expect an exac-
erbatien of the alrendy existing inequities among states in the ehigibility and scope
of services available to the most disadvantaged elderly.

A major question is whether or not particular long term policy goals and prior-
ities should be determined nationally or left to the vagaries of state or local politics,
Given the structure of current programs, a complete understanding of national
policy on health care for the aged cannot be obtained without systematic examina-
tion of policies across states. The gual of such an exarmination should be to distin-
guish those responsibilities that are lvgically state and local 1n nature from those
that are so significant and moral in impact l{mt the inequities that could arise from
<o decentralized decision making must be prevented through the development of a
si%le national policy.

umerous proposals have been advanced woncerning the need for a national uni-
form policy on long term care Bruce Vladeck's proposal, for example, was to merge
medicare and medicaid’s lory term care portion together into une single continuum
of care system “Vladeck, 1981) The private out of pocket money spent on long term
eare in addition to the medicaid national long term care dollar 1s an enormous sum.
If we can combine these separate public and private resources we may begin to
build towards the development of a truly national health insurance protection for
older people in this country.

Let ‘me conclude Mr Chairman, by recommending that the Commuttee take the
lead in developing national policy that will give all the people of the United States
the same kind of universal comprehensive health insurance, including long term
care that is already enjoyed by our less affluent but equaliy hard working neigh-
bors to the north the Canadinns. Congress touk n mayor step 1n epacting medicare
and medicuid in 1965. Mr. Chairman, we need to go the rest of the way.

Thank you.

Impact on different out of pocket health carc expenditures on the mean income of
various elderly subgroups, 19811

1981 per capita out-of-pocket health expenditures of the elderly .. $1,154

Percent of mean income for all older persons 13
Percent of mean income for older women 17
Percent of mean income for older Blacks 23
Percent of mean income for older black women 21

1981 per capita out-of-pocket health expenditures, less nursing home costs,
for the noninstitutionalized elderly population 4
Percent of mean income for all older persons 9.5
Percent of mean income for older women 12.5
Percent of mean income for older Blacks 16.5
Percent of mean income for older black women 19.8

1 Source: New York Si ste Office on Aging, 1983.
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Mr Pepper. I want to thank this distinguished panel, particular-
ly, for your contribution. This is the kind of thing that we're con-
cerned about.

What can we do to meet the challenge of this problem? You are
giving us some valuable experience with On Lok there and other
activities in which you have been engaged wnich will be very help-
ful to us. We want to work with Ms. Moorhead, Senator Mello, Di-
rector Ream and others to try to find the right answer.

What we're trying to do is to develop a consensus in America of
the kind of program we should support and then mobilize, o carry
our opinion to the other leaders in this country.

There are 26 million of us over 65 years of age. We don't have to
come as supplicants on our knees asking public authority to recog-
nize our needs. We have the right to vote and we have the right to
express a meaningful opinion to the political authorities of this
country.

We're speaking for the humanitarian cause of taking care of the
needs of people—critical needs that are being neglected at the
present time.

You’ve halped us to formulate our ubjectives and ¥ am particular-
ly grateful to you.

Do you have any other questions?

We simply have to go on, unhappily, but I'll ask Ms. Burton if
she'll continue the chairing of the conference and allow any ques-
tions of this panel that you would like to ask and then there is one
other panel that will Le heard as soon as this panel is concluded.

I want to thank every one of you in the warmest way, all of you
people who are here to encourage vur efforts this morning, to tell
you how grateful we all are.

By the way, is Mrs. Harmon in the audience?

I don’t believe I see her.

Well, thanks again.

Thank you, Mrs. Moorhead.

Ms. MoorHEAD. Thank you.

Mr. PepPER. Thank you, Senator Mello.

Thank you, Director Ream, and thank you very much, my col-
leagues, Mrs. Burton and Mrs. Boxer.

Thank you all and God bless you.

Mrs. BurtoN. We are truly blessed to have this very fine Con-
gressman, Chairman Pepper, here.

I would like to ask Dr. Estes. You said the very same—you used
the same words as I did. I don’t know whether you heard me or
whether you were here.

Was this panel here earlier when I said we need a natiunal
health policy for all of our people? Did you hear thz:" 1 said that
early, we're going to fight for it. It's been kep. very quiet, but you
know the administration does not fave: nationa. bealth care.
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We're going to hope and pray, and with your help, maybe there
will be a change.

We nced that, there is no question about it. Canada is truly a
model. Why we can't have it in this country, the only industrial-
ized country in the world that doesn't Lave a national health
pulicy, nativnal insurance —socialized medicine is a terrible word —
so I'm not going to use that, because some people get offended by
the words, but this is what we're talking about.

It's a disgrace and it would be cheaper in the long run and I com-
mend you for saying it loud and clear.

Thank you.

Dr. Estks. Thank you.

Mrs. Burton. Now, Dr. Barbaccia, do you agree with that? I'm
putting you on the spot, I gather.

Dr. BarBaccia. I think that we——

Mrs. BurTon. | would very much like to hear from guu on that

Dr. Barbaccia. I guess I would put it this way, Mrs. Burton, that
I think what we need, after a very careful analysis similar to what
Dr. Estes Is proposing, is an Americarn solution to the problem of
providing care and paying for care for all Americans.

I'm not willing at this point to say that that should take one
form or another, but I think that it would be very important to do
the analysis that she’s talking about.

I don't know if a British cr a Canadian or a Swedish or whatever
she’s talking about——

Mrs. Burton. I didn't ask that. I didn't ask you—first of all, its
guing to be an American system. It's the American Members of the
House and the Senate that and an American President that will
have to sign the bill.

So that terminology really is not necessary.

I didn't ash which proposal, because we can spend all day here

and maybe a year trying to talk about proposals.
. I'm just asking {ou if you support the concept of a national
nealth policy for all our people, the young, the old, and the in be-
tween. The young suffer a lot. Obviously, our senior citizens are
suflering, we know that.

So all people are suffering.

_ Would you, as a medical doctor, be willing to state that you
tnink we need a national health policy for our people? That's all
I'm asking.

Dr. Barsaccia. There is no question that I would agree and I'm
sure that many members of the prufessivn and other professionals
wululd agree that we need a national health pclicy for all individ
uals,

Mrs. Burton. As o suan who is known for his interests in the
things he talhed akouc today, would you urge your colleagues to—
I'm speaking of the medical profession—starting maybe from the
San Francisco Medical Seciety, and then going up to tge California,
and then the AMA to try to resolve—help resolve this issue?

Because frurkly, I thiak that if we had the American Medical
Association ua our side, I think we really would have a national
health policy.

Dr. Barsaccia. I think it's very fair and I think it's extremely
important and I think that while I'm squirming a bit, I think that

82



78

there are very few of my colleagues who would not agree on a na-
tional health policy for all individuals that assure access, adequate
payments, and services.

Now, you have been very correct in correcting me that we're not
tal‘l_ting about a particalar format, but at least a national health
policy.

Mrs. Burton. If you gave this conception some backing, and I ask
you to go back to your colleagu. . again and give us this impetus,
we would move closer to this goal. It isn't u question of desire. It's
a need. I think that we might get together on policy, or policies, or
how to implement a policy. We need your input—I'm not talking
about j ou, personally, but we need the input of the American Med-
i(}:lul Association; otherwise, we will never make it. It's as simple as
that.

Dr. Baksaccia. Well, let me just take the personal challenge to
be sure that I take this back not c¢nly to cur county society, the
San Francisco Medical Society, but also to the long-term cure com-
mittee of the CMA.

Thank you.

Mrs. Burton. I thank you very much, Doctor.

Dr. Gee, I want to compliment you on On Lok. You know I vis-
ited On Lok, and I plan on visiting again.

It's true that you have a very fine hezlth group and they do a lot
of excellent work. Towever, your resources are limited, and the
number of persons you can serve is also limited.

That is not enough.

I thank you very much and J want to see your material myself.

The.e is another panel coming. Could they come up front, please.

Are there any other questions, by the way, of the two people
Lere? I apologize.

Mr. MELLo. Joyce.

[Pause.]

Mrs. Burton. Will Ms. Sue Savage come up, and Ms. Cheryl
Conrad, and Mr. Hall?

I want to tell you that I have to leave in about 10 or 12 minutes.
So we'll have to wind this up.

So if you have long statements, if there is any way you ¢en sum-
marize I would appreciate that.

Mr. HaLL. Yes, thank you, Congresswoman Burton.,

We're herz to discuss title XX which affects cver 100,000 Califor-
nians, employing cver 80,000 primarily ol’.r, minority women
spending a half a billion dollars of Federal, State and local money
in California. . .

it is a program that has been ripped with scandal or fraud and
abuse, and we believe the committe¢ should carefully examine the
record that is being submitted for the purpose of investigating
whether or nat the suspicions that seem to be reasonable, as they
were in three other cases in California, are indeed true.

We would ask that Lhe testimony that we have, be submitted for
the record, and that the two ladies with me be allowed to summa-
rize their testimony.

Mrs. BurToN. Fine.
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PANEL THREE, CONSISTING OF SUE SAVAGE, FORMER SUPERVI-
SOR, REMEDY, SAN FRANCISCO; AND CHERYL CONRAD, SUPER-
VISOR, IN HOME SUPPORTIVE SERVICE PROGRAM, SAN
FRANCISCO

STATEMENT OF SUE SAVAGE

Ms. SAvAGE. My name is Sue Savage.

I was employed as a field supervisor for a title XX-funded home-
care agency in San Francisco.

More people are cared for by title XX under the in-home support-
ive services program than all other homecare programs of the
Government combined.

In California, this amounts to over 120,000 members of our dis-
abled, elderly, and poor population being served by over 80,000
workers costing the taxpayers close to one-half billion dollars.

California and the bay area have the distinction of being the
locale for two very famous cases of fraud and abuse that have led
to criminal convictions and jail sentences, specifically Peter Gott-
heimer and Flora Souza.

The taxpaying public has been repeatedly promised that the
g;oblems of contracting for these important human services would

corrected and made responsible.

It is my unfortunate obligation to inform you, Mr. Chairman,
that this has not happened.

After thousands of clients were left unserved and homemakers
unpaid by Peter Gottheimer's companies, some of the contracts
were transferred to Flora Souza.

When she went out of business, the State did not reform the con-
tract procedures and the result is that Remedy Home & Health
Care has become the lowest bidder on many of the contracts ~erved
under title XX in California.

There are numerous documents concerning the practices of
Remedy which I would like to submit for the record and for the
review of this committee at this time. .

Essentially, the records describe unfair employment practices in
regards to the payment of yages and‘benefits.to the homemakers
working under title XX program.

Inadequate training of both homemakers and field supervisors
providing services to the elderly, disabled, and blind population re-
ceiving in home supportive services. The poor quality of their serv-
ices.

Recent Jocuments concerning the award of the in honie support-
ive sexvice contract. History of the union’s participation with IHSS
contract in San Francisco.

Ducuments concerning previous IHSS contract awards and final-
ly newspaper articles pertaining to past and present in home sup-
portive service contract awards throughout California.

In closing, I would like to state my coticern for the elderly popu-
lation in San Francisco whom I have become acquainted with
during my 4 years of working with the in-home supportive service
contract.

This popuiation.is subject to often undetected abuses under the
present cointract awards system.

(&)
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I've had the advantage of comparing the administration of two
agencies providing services under title XX hume supportive serv-
ices program. I know how it should be done and I also know how
wrongly it can be done. The award of these contracts ca..not be de-
termined just on the low-bidder basis. This is not a naval shipyard
purchasing steel. We are dealing with the lives of thousands of
frail elderly, disalled, and blind individuals. There must be some
measure of qualit' of services being provided. Presently there is
none,

I continue my work with the elderly and I'm committed to the
improvemnent of these services. When this contract recently
changed back ‘o Remedy, I could not bring myself to administer
the program by their philosophy of deceit and abuse. Therefore, 1
choose not to return to their employ. Once was enough.

I am fortunate to be in a position where I can venture out on my
own, but what about the many other employees of this program
who have no other choice. I implore you to investigate the inequi-
ties of this well intentioned and vitally needed program for the
sake of both the employees and the clients.

Thank you.

Ms. BurToN. Thank you.

And you're Cheryl Conrad. »

Ms. CoNRAD. Right.

Ms. Burton. You said you were a former supervisor. Of what?

Ms. CoNRAD. I was a former supervisor of two home-health-care
agencies.

STATEMENT OF CHERYL CONRAD

Ms. CoNRAD. As you know, my name is Cheryl Conrad.

During the last 2!%2 years, I have had experience as a supervisor
administe, ing an in-home supportive-service program.

I have c'me to recognize during this time that the quality con-
trol of in-home-supportive services has been ineffective.

This has been especially evidenced during the 32 months that
Remedy Home & Health Care has managed the program here in
San Francisco.

For example, the client-homemaker relationship which is of vital
importance for quality care to be maintained has been abused by
Remedy’s practice of repeatedly switching homemakers from one
client to another. Qur clients receive the most intimate, personal
services. They are bathed, they are groomed, they receive bowel
and bladder care from their homemakers. They need these services
in order to remain independent in their homes.

It can be embarrassing and demeaning for a person to Fsycho~
l(l)(g{cally accept that they need aid in these most basic of living
skills.

However, if the provider is someone who has time and experi-
ence to build a trust relationship with that client, to learn which
tasks are painful for the client to do which are possible for the
client to do, and, more importantly, which tasks that client needs
to be challenged to do thems.lves, then independence can be main-
tained in the home.
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However, if the client is furced to waste important energy getting
to know different homemakers, telling these homemakers where
things are, what tasks need to be done in order to maintain their
independence, if the client has to change their sleep patterns, and
their eating patterns to accommeodate homemaker change, then
.;,trength is lust. Psychological, emotional, and physical strength is
ost.

This strength could be better used to maintain their health.

In the invitation for bids submitted to agencies who were bidding
un this contract, it was stated that client preference snould be fol-
lowed as to who the provider is whenever possible.

This indicates that the State acknowledges that the client-home-

. maker relationship is of vital importance in the maintenance of
) good health.

Remedy has dismissed this directive. They have instituted a cost-
suving policy of cutting nonbillable hours by cutting the time that
the horiemaker spends traveling from client to clien.. As part of
this policy, homemakers have been taken off of cases that they
have been on for years.

Information regarding the client care has been lost. Idiosyncra-
cies as to clients’ needs has been forgotten.

Our clients are often confused and forgetful people. They're often
paranoid of strangers. Thus consistency in client care is vital for
their emotional and psychological health.

I am speaking here of forced changes, not of voluntary changes.

It is difficult for our clients, due to confusion and extreme illness
or not knuwing the proper channels to go through to take the steps
to retain the homemaker of their choice.

Due to this inability, our clients are being taken advantage of.

Secund, the agency is paid for the number of service hours each
client receives up to the maximum number of monthly hours au-
thorized by the client's social worker. The more client hours
served, the more money that is: paid to the agency.

If a (licnt goes into the hosLital or leaves town on vacation, the
agency doesn't get paid. Therelore, it is to the agency's advantage
to make up hours wherever pussible whether the client needs that
time or not. That way the agency makes the maximum number of
total hours and they get the maximum amount of money.

Under Remedy a client could have been on vacation during the
first hali of the month. During the second half of the month, they
could have received twice the amount of normal service hours in
order to make up those hours missed.

On the opposite side of the spectrum, when the maximum con-
tractual level of hours is reached, the agency has nu incentive to
send in substitute care when homemakers are ill.

Clients who need service can be overlooked.

The emphasis is not based on the needs of the client. It is based
on financial gain for the agency. There is no effective case manage-
ment to encourage client independence. In fact the existing policies
may encourage dependency.

My experience has been firsthand. I was employed with Remedy
from the time they received the contract in August through this
November when I was terminated.
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I was not the only supervisor to have left. In the 3 plus months
that they have had the contract, there has been a 20 percent
change in supervisory staff due to diffcrences with the company
concerning decent and humane care for our clients.

I know that you might have reason to question my word as I'm
speaking out against my ‘ormer employer, but I hope that you will
accept what I have to say as worthy of further investigation.

Today, following me \/as going to be another speaker, Kathy
Swan, & woman receiving homemaker service from our agency. She
entered the hospital this morning.

While I can in no way imply that she entered the hospital toda
due to poor care, I do know that the reason she was going to spea
today was because she had cause to have issue with the care that
she was receiving.

Our client population is oftentimes fragile.

Quality and effective care must be maintained for seniors and
disabled persons or else our state will be spending millions of dol-
lars more on hospitalization and long-term care and the independ-
ence of thousands of people will be cut short.

Ms. BURTON. Thanll() you very much.

Mr. Hall, do you have anything to add? Then I think that the
panel here has a couple of questions.

I just want to ask you *0 summarize. ;

Mr. HaLL. In summary, we're asking the committee to request a
proper investigation of the charges that are contained in the testi-
mony—the formal testimony submitted to the staff and to the com-
mittee for their review.

Ms BURTON And you agree with everything that was said here,
I presume? Obviously, or you wouldn’t be here.

Mr. HaLL. I presume it to be true, and I have reason to believe
that what was 1in the past is being repeated again.

Ms. BurtoN. Thank you. I think Joyce Ream has a question.

Ms. ReaM. It's not really a question. It's a comment and that is
that, although this was a contract which came out of the Depart-
ment of Social Services and not the Commission on Aging, in a
sense this points up what I think is a common dilemma that we
face, which is how to develop an integrated system of services local-
ly which is satisfying to all of the seniors In a given community
and how that relates to both a State and National policy.

I think as we start moviny; into arenas of performance based con-
tracting, for example, with State area agencies on aging and the
California Department of Aging, that some of the dilemmas that
have occurred with the issues of contracting out of title XX serv-
ices may also be ones that will be potentially faced by us.

I think it merits careful review on the part of both State and
local authorities. We need to recognize that the ultimate benefici-
ary or the ultimate victim of our sources, or lack of them is the
senior.

Ms. Bu.:79N. Thank you.

Senator Mello, is there anything that you want to add to that?

I thank you very much on behalf of the chairman, Senator
Pepper—we call him Senator because he was one. I thank you.

Ar;;d on behalf of all of us here at the panel, I thank you very
much.
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And Mr. Hall, you 2nd I are going to be in touch because you're
carrying this burden aiid we'll work on it.

Thank you.
[The hearing was adjourned.]

2, Vo
.-




APPENDIX

Howarp BiLLins,
Castro Valley, Calif.
CuairMAN: House Serect COMMITTEE ON AGING,
House of Representatives,
Washington, D.C.

Mg. CuAlRMAN AND MeMsers or THE CoMMiTTEE. This is a letter to tell you in
much detail, my experiences, frustrations, woes, and heart aches over a period of
about twelve years being a full time caretaker and nurse of my wife who 1s a victim
of Alzheimer’s disease. It's been dreadful.

My wife, Mrs, Luril N. Billings, was a very successful, much adored and respected
third grade teacher for many years. Her doctor once told me she was a very intelli-
gent woman, I knew that already. i

About thirteen years ago, however, she occasionally did or suid something unchar-
acteristic or even dangerous. She came to a stop when driving at edlge of u freeway
as the sign indicated, but then started driving right out in ﬁ'ont of a host of cars
doing seventy to eighty miles per hour. I was barely able to stomp on the brake
before three of us would have been killed in cur car and Lord only knows how man
other cars, Then she started to do it again. [ was able again to halt the car, but too
the driver’s seat myself. Her comment then as it often was later was. "“There’s noth-
ing the matter with me, what's the matter with you?"” She was very angry that I
drove the rest of the way. .

There were several other incidents later that ncarly resulted in autu accidents.

Her memory for recent events or conversations failed at times, but seldern enough
that I really realized anything serivus was wrong. She was her good old sharp self
99% of the time,

Very slowly, though, these failures increased. She would come home from school
and say, “My kids got a goud laugh at me today and told me I had started the same
lesson with them teday for the third day in a row. Then she would laugh it off. I
started pressuring her to retire. She had five years left and wanted to continue. It
wus some hassle to get her to agree. I had to take all the action and fill out the
. papers, etc. to get the retirement accomplished. These things i mention because
[' there was now coming much pressure and perplexity on me. There is a gray zone
: between normality and bizarre behavior, Sometines, I thought she was just trying .
to be ornery, which was not like her at all.

On a trip through Europe taken right after her retirement, she became so tense,
angry over nothing, and unreasonabls that I twice consmdered leaving the tour and
trying to fly her back to USA to .t help. I very seriously wondered if I could
manage to get that done. Fortunate] she then got alright till we got home. Dear
reader, this was pressure and travail. You ca.nnot.!{ux.demtand it urless it has hap-
pened to you. \ . .

On arriving home again, I promoted with her each of us having a multi-phasic
medical examination at Kaiser Permanente. She agreed. When we went to get the
results, from which I wanteu to get expert help for her, I tried to whisper to her
doctor that it was urgent to have a privale cunversation about her. The doctor then
said. "It is not mg policy to ever talk to onc member of a family behind another
family member’s back. Mrs. Billings, your husbuud seems to think there 1s some-
thing wrong with you. Do you think there 18 wmcthmg’ wrong with you? [ mean do

ou think there is something wrong with you mentaily? I think you are alright and

don't understand your husband at all.” .

Since she had now managed to crush ihe feelings of my wife and me also, I had to
make a scene. One cannot get directli to a Neurologist at Kaiser, but must be re-
ferred by another Physician. So I said, by God, I wanted some help from someone
who knew something. The dear doctor said. “Well, if you insist, I will refer Mrs.
Billings to Dr. Bernstein in Neurology.” I said I insist and then gon.e. I included this
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stury here tu illustrate the fuct that we meet up with many hurting, frustrating and

dreadful events from tine to time, I could list dozens. .
Next problem, how to get u lady who knows she s alnight to go tu the Neurole

gist It was m.wmé:hahcd finally after a hassle by saying, "You know your nicniory

15 nut wotking 10
memories.”

Dr. Bernstein left my wife in the waiting rvum, tusk me into hus uffice, and let me
talk to him a very lung time during which I deseribed her behavior. Then he took
me Lo the waiting roum, twk my wife intv his office and gave her sume simple
mental tests. She laughed about them later. Saud she just would not remember
simple things. Dr. called me back into his office and suid it appears tv be Alzhes
mer’s. I had never heard the word before. Couldn’t spell it.

Next day I got to a library, got two bouks un mental discases, read in one of them
a gwod long excellent aveount of this  and have never seen anything since that tells
it as clearly and well. Now I kniew the hell we were buth in for. I am a male, put in
four years in the army in World War II, but I'm not ashamed tu say, I went to my
room and wept.

far a5 I knew, we were completely alone in the world with thus terrrible prus-
pect of years of sinking into the abyss. I was sumehow ashamed of the situation and
did not want anyone to know. I tried to imagine what the future would be hike and
how in God's world we'd ever cope with it.

I decided 1 would never tell my love that she had a ternible, hopeless, brain de-
struying disease called Alzheimer's. I would protect her, comifort her, fend for her,
stay with het, pet her, love her, sing with het, sume day care for her Like vne must
fur & newbutn {:’nb(, 50 lung as Gud would give me the sense and the strength to do
it. 12 years later God gives the sense and the strength to do it. About foity-cight
years agu we fell in love and pledged vurselves tu cach other "forever and sia
years.” The marriage veremony had sumething in there “for better or fur worse”™ “in
sikness and in health.” I've never used the word Alzheimer’s nor described it
around my wife when she still had ¢nough awareness to be hurt. I'm surry for
people who can't understand the above.

But she knew something was tragically wreng. In the gray stage. We found a

iece of paper on which she had written, something 1s going wrong in my head.”
wice she wept bitterly Only times I ever knew her to weep.

The last thing she has been able to remember is the Lurds prayer. Catholies call
it the “Our Father.” She asked rue to always say « at bedtime. I'do and I can tell
she knuws that much, fur sumetimes, after cach phrase, she wan grunt “uh huh

This lady vannut walk, vannot talk, cannot recugnize anyune, wannot control her
buwels or unine ur sealizé¢ when these functions ﬁupp«:n. cannut eat except to be
spuun fed, cannut teil you where she hurts or whether she hurts, cannot tell she s
in her vwn hume, and wnnot write a letter to Congress to tell them her husband
varctaker is getting pretly desperate about the future of her care and his, tow, fur he
is 68 years old and beset by a multitude of problems.

Just a wouple of weeks ago I finally got to the dentist to have my teeth cleaned.
He swolded me fur not having been there for six years. Smd he, 'How wan 1 care for
your teeth and gums if you never comne here?” i)\.nng thuse six years 1 have been
tied down in_a state of virtual house arrest twenty four hours per d:{. every day for
weeks, mounths and years. Thuse 24 hour days have aptly been called thirty six hour
days in a book on care of Alzheimer's victims. The Caretaker Is in Jail.

tut tu human nature, most relatives and friends, vongratulate and praise you for
doing a great yob, and then leave you and forget you. Sume don't vven jwh a. the
victim if they happen to come into your home.

Every day of my life, I suiub, couk, wash dishes, polish, shine, make beds, swesp,
du swuntains of laundry, Jean bathrvums, carry ovut garbage, heep buvks un faniay
snwotue and outgy, maantain yard and garage, care for dugs wheh were unce great
company and therapy for wife and so on, total maintenance person,

In addition. I am the complete nurse, I bathe her, I doctor her skin, I wash her
hait, I brush her teeth, chip finger rails and toenails, 1 dress and undress her, I
spwiis feed het, I ldean up her unine vver and over and over again, I clean up het
defecations and JJean her buttom, 1 stay very Jose to her to ybsenve effects of meds
cine, and I see that she has eight glasses of fluid per day.

I have to Lift her several times per day. She is abuut 150 puunds of dead weight. 1
weigh 145, My back is getting to a stage whete it just cannot take it. What happens
of 1 gu under? Why dues nut Medicare recugnize Alzheimet's as a disease? The doc-
tors say it is a neurological discase.

I'm worried, I'm scared, I'm distressed, have been for years and years, and T am
very, very, very, very, tired.

pervent. This ductor as a spevialist at helping people with ther
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During the Civil War Lincoln once said he was tired, a kind of “tired” that sleep
could not cure.
\ye%yvho are nurse-caretakers of victims of Alzheimer’s have that Lincoln kind of
“ti ) 1]
Please help us.
HowARD BiLLINGS.

P.S.—And every night I have bad dreams.

WRITTEN TESTIMONY SUBMITTED BY KaTuy Carusianco, Unitep DoMESTIC WORKERS
OF AMERICA'S COLLECTIVE BARGAINING DIRECTOR, oN T IHSS PROGRAM

The United Domestic Workers of America appreciates this o£portunlly to present
written testimony before the Senate Subcommittee on Health Long Term Care on

'the In Home Supportive gervices program, one of the six remaining Title XX pro-

grams mandated by AB 2X.

First, a brief word about the UDWA. We have been in exsstence for about four
years and have approximately 4,500 members around the state. Our members are
all employed us homemakers, the service providers, in the IHSS program 1n 9 of the
17 California counties which have opted for the contract mode of service delivery.
As representatives of those who actually do the work of the program and who there-
fore have the most regular contact with recipients, we Lelieve we have a unique and
valuable perspective on the relative effectiveness of modes of delivery as they affect
the quality of the program for both workers and the clients. We have also worked
very hard on the legislative aspect of the program as members of the In Home Care
Council, an industry wide council composed of both labor and management, and
were successful in passing AB2712 (Floyd) in the last legislative session, which per-
mits contracting for two years with an option to renew for a third, and also sets up
a pilot project to demonstrate the effectiveness of various modes of service delivery.
We also spent a great deal of effort to secure the passage of AB 2X to ensure the
return of a little of the money to the IHSS program which has been lost through
federal cuts and SB 633.

We are very much-aware of proposed further federal reductions and the overall
shrinking of the *“pot” for social services. While we believe it 13 shortsighted and 1n
the long run more expensive for the federal government to reduce allotments to the
very programs that could save money in other areas Jdong-term care, for example),
we recognize the unfortunate political and fiscal realities of the present time. Our
testimony today focuses an the failure and inability of the IHSS program as present-
ly organied to meet the stated national goals of 'iv‘itle XX and especially the conse-
quences of poor Frogrnm monitoring and evaluation.

The success of the IHSS program should be measured by the quality of service
delivered High quality service is only ible if the workforce 1s trained, super-
vised, regularly evaluated and receives tmiving wages and basic benefits to which
all Americans have a right, such as health coverage, work related travel resmburse-
ments, paid holidays and minimum vacation benefits etc.

We believe it is possible to include all these critical ingredients in the IHSS pro-
gram design when the State and Counties correct the administrative waste and pro-
gram deficiencies perpertrated by the Individual Provider \IPs mode of service deliv-
ery, the dominant system utilized thmughout California. This system 1s seriousiy de-
ficient in administrative monitoring of finances and the supervision of work so that
precious funds are wasted in the delivery of less than optimum quality service.

The IP system, in theory. operates throughi recipient-recruited, trained and super-
vised workers paid ‘or by the State payrolling system. In practice, the State pays for
nsc-eened, untrained workers recruited and hired ‘inseen by County social workers
forced to act us reluctant employment counselors who sulicit humemakers who are
then under paid in a system which tolerates padding of service hours, payment for
hours not worked and permits conditions under whi»g the lack of decent supervision
results in the abuse of clients by workers and workers by clients. The lack of mon-
toring of the IP system results in little accountability for taxpayer money spent to
ensure the health and safety and relative independence of the frail elderly and dis-
abled This is all especially gulling when better alternatives to the IP system exist
and have a demonstrated history of success. Where ever vounties have contracted
for services, either through private companies, non-profit agencies or to the County
itself, there is a much higher quality and cost-effective program evidenced in part
by dramatic reduction of complaint rates.
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In addition te built in systems of accountability which maxinuze taxpaycr expend
itures, under contracting there is usually close supervision of tiained workers delis
ering higher quality service than provided under the IP system.

Tu summarize, the IHSS prugram will only begin to meet Title XX guals and wurk
effectively until the IP system is druslicufb overhauled and replaced by an im-
proved contract system of humemaker service delivery which dues not rely solely on
the rigid bottom line of luw id contract awards. We want tu relate vur observativns
and suggestions for improvement.

The appropniate role of local governments. We believe the appropriate role for
wounties 15 o make sure that the program s adnunistered in an acwuntable and re
spunsible mianner. This requires monituning the supervision of the workforee - two
wements ot pussible under the IP system, but fundamental tv cuntracted programs.

Direct provider administrative costs. Under the IP system the County incures a
number of hidden custs (hat do not appear in any finandial accuunting of the pro-
gram. 1, fur exaniple, bevause the frail elderly are often incapable of securing their
vwii huniemakers, under IP o4 15 suovial workers who end up functivning as employ
ment counselurs, pusitivns fur which they are neither trained or paid, and which
take away enurnivus amwunts of tinie from their regular social work responsibil
ities. \2; As a matter of interest, supervisory persunnci. who recruit and train under
cuntracting modes are paid much less than social workers. 35 Another “hidden”
wust under the IP pruwd‘::r system 1s the cost of County of medicare and other bene
fits which underpaid workers must receive in order to survive-private health insur
ance cuverage, fur example, when vbtained fur cuntract workers custs cunsiderably
less over the long term and provides better quality care.

Impact un reuipients by the program changes and funding reductions. As you are
prubably aware, the umpact vn rewpients of program Jhanges through SB633 and

Athrough funding uts have been devastating. The distinction between comfort”™ and

“sufety” made by the bill is nut always eusy tu make in speufic cases involving frail
clderly clients fur whum the su<alled “comfurt” of more regular cleaning, covking,
bathing, shupping, c¢te., cun make the difference between maintaining a basic health
cvel to a detenorating cunditivn leading tu institutionalizativn and at a much
greater cust to the statei. The very real question this prublem faces when custs are
wunsidered is, when is a litile help wourse than nune? For example, in some situa-
tivns shupping for Jdients has been reduced frum weekly to monthly. Not vnly do
these peuple nut have refrigerators large envugh W accumodate a nonth’s worth of
groeeries, but their diets need quantities of fresh vegetables and fruits which are
impussible to keep fur o month. Another example. A weekly insteady of bi weekly
buth van result in bedsures, a clean body returned to a bed with durty linen because
the laundry chore has been cut vuti has vbvivusly hittle use. A much more careful
individualized approach is needed than the arbitrary assignment of minutes per
task set up tu cope with the requirements of the bill, which, parenthetically, we sup-
ported for its efforts to reduce waste.

Mechansms tu involve recipients and constituents gruups in setting priorties. We
heartdy wpplaud this suggestion and prupoesed that a must impurtant constituent
gfuup o invulve is wurkers ur their representatives. The mechanism mught be to
faiidate what already casts 1in some countries. a Homemaker Service Review Com
mitiee miade up of County representatives, representatives of Jients and of wurkers
whu meet un a regular monthly basis and report to the Buard of Supervisors.

Setung privrities to maximize utilization of few dollurs. A basw prionty should be
tu Ut vut existing waste of thuse dullars through the elimsnation of IP system. A
cunitract form of delivery would make the must use of the availuble dollars through
munituring and supervised repurting practices required in a bid ur proposal.

Develup monstuning and evaluation mechanisms. Effective moniuning and evalua
tivn van vnly veeur through sume form of cuntract. A nunor example 1s that under a
wntract, the wuntracting agency can be fined $50 in San Diego, for example; if a
worker dues ot shuw up to an assignment, under the IP system the chances of such
a nun-show being repurted are munimal. Our office has more than unce received
calls from distraught and [rightened (lients whu have not seen or heard frum the
«andependent prov Asex and were unable to contact an assigned sucial worker.

Achieving or maintaining selfsufficiency * * * The IP system which revolves
arvund mutual dependency of a Jient fur sesvice on one worker, in turn dependent
vn une Jient fut wages encuurages dependence. In contrast, u cuntract mode of de-
wvery by guaranteeing service hours for the worker ensures employment and moti-
vates the wourker W vacourage and to teach her dhient to become nivie sndependent
and seifl sufficient. Trained wurkers, as required by a contractur are alsv in a better
position to teach independence than untrained individual providers.
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Preventir.g or remedying neglect, abuse or explotation * * * Again, the IP
system actually encourages such ubuse because theie 1s no acvountability, no moti-
vation fur the worket to receive training, and no incentive fur the worker to be ac-
countable except for good will. Even recruitment is nisky since there is no sureening
and there are nu standards there 13 nuthing to prevent an abusive worker from
being hired. And conversely, a wotker with grievances has no authonity to which an
np{mnl can be directad. i

’reventing or reducing institutional care * * * Thus goal is impossible from the
vutset when no piovision is made for cuscluad growth. Since more utizens will qual-
ify for IHSS regardless of money provided or noi, the consequences are an inevitable
decline in standards of care because of the w:reasing numbers which must be pro-
vided for with the same amount of funding. A furcher related issue 1s that of those
peuple already in institutions who do not need the amount of care provided and who
would be more costeffectively and happily served in their own homes (Congress.
woman Millicent Fenwick estimates 20 to 40% of the pupulation of institutions
come under this category), but because of funding Limits will not be able to take
advantage of the program. ’

In short, the current system is crisis uriented with only time and money to deal
with the most serious cases and little or no room for prevention.

In conclusion, we believe that IHSS does not belong under Title XX at all. We
suppurt efforts vn a federal level to set up Title XXI, a separate entitlement pro-
pram dedicated to preventive community vriented health care. We alss believe there
15 an increasing neeessity for In Hume Supportive Services as an aliernative to the
institutionalization of the frad elderly and disabled of our conumunity. We hope you
will take an enlightened attitude tuward the homemakers who are the key to the
ultimute success of uny high quality prugram and progressive approach to ending
the feudal IP system. Iiumc health care 15 not unly more humaune and dignified, but
it is almost always provided at a considerably lower cost to the taxpayers.

ADDITIONAL MATERIAL SUBMITTED FOR THE REcoan sy Carroul EsTEs, Pu.D.

\Research cited in this paper has been funded by the Administration un Aging
(Grant Nu. 90Arvol6/, National Center for Health Services Research (Grant No.
HS04042,, Health Care Financing Admunistration (Grant No. 18-P-97620, 9/, and the
Pew Memorial Trust.)

FiscAL Crists: THE STATE OF STATES

1 am delighted to share with yuu my views abuut the state of the states. Although
the views tt‘mt I am expressing are stactly my own, they are based un more than a
decade of rescarch on issues of concern to us today,

Immense changes in public pulivy, the econumy and in :deolugy are affecting the
states and the roles they must play in services for the elderly.

FISCAL CRISIS

One of the most dramatic impacta to hit the states has been the fiscal cnsis. A
fiscal crisss at the federal level was formally dedlared in 1951 by the President, by
other puliticians and by o number of econumists. This declusution was preceded by
statements sume dating tu the carly 1970s thut viewed the federal rule in domestic
suial pruf;rumq with alarm. The dedarations of fiscal crisis first begun to be refiect
ed in public pulicies at the state and local level in the lute 1970s, along with Califor-
n..’s Proposition 13 in 1978. The media and the public came to accept this crists
defir:tion of reality.

Itk at s amportant to state that "crises” that come to national attention do
nut ue ~ solely, ur even largely, because of * objertive”, factually demonstrable \and
esseatially aun pohiticali wnditivns. Such crises may be sucially produced or con
steucted, as a conseyuence of suaial pereeption and the defirutions of infly ential pol
ticans, the media and uthers, who in turn, are swayed by politics and economucs.
My assertion that fiscal cnisis may be souially produced ur cunstructed 1s not meant
tu deny the existence of objective phenvmena such as inflation, recession, lowered
productivity, ur uther cunditions that may be said to be empinically real and that
affect the economy, regardless of how they are perceived.

Souial action, huwever, is indiisible from the svually counstructed and accepted
ideas that define and interpret these phenomena. The dedlaration by pulitivans, for
example, that there 15 a fiscal cnists may in atself create a favorable envirvnment for
state actions W reduce taxes which ul passed into state law, significantly reduce
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state revenues  oreating the cu.yhi»ul phenumenon of revenues lower than expend.
itures—our definition of fiscal crisis.

The declarations of fiscal crisis in the 1980°s at the national level has had much
the same effect as it had at the state and local levels beginning in the 1970's—tax
reductions and cutbacks.

The declaration of fiscal crisis at the federal level has created a second fiscal
crisis for the states. In 1978, states daken as a group; spent a higher percentage of
their budgets un health vare than did the federal government, even while absolute
fedsral expenditures fur health grew to more tnan double siate and lwal health ea-
penditures combined (Clarke, 1981, More specifically, Medicand currently accounts
fur about une third of stute and lwal guvernment health are expenditures and
often it is the largest prugram in « state’s budget (Freeland wnd Schendler, 1981).
This must be taken into aveount when we speak of buth the strain un state budgets
and their .onsequent respunse tu that strain. In examining determinants of state
policies, our research shuws that fiscal urisis hus been o mayor fuctor. The data from
the states show a direct currelativn between the level of the fiscal crises in state
budgets and the number of pulicy reductions made by states. Those states with
greater crises made more policy changes o lower custs and were more likely to
ower the rate of growth in their Medicaid budget.

It is within this wntext of a decared fiscal wrisis und the increasing blame plaved
ot people rather than policies that I approach the subject assigned to me. The
States of the States. This subject has been chusen fur spevial attention because the
Reagas. Administration has repeatedly said that the Federal government has grown
tw large and that states shuuﬂd nuw take un more respunsibiity but wath reduced
federal resources. )

This idea is not new. The Advisory Commissiun on Intergovernmental Relations
has dwumented prupusals since the 1950s to pure down the F deral guvernment and
v.002 up the states At une point, Lyndun Juhnsun appar atly gave serivus consider-
ativn to Walter Heller's aropusal tu introduce a revenus-shaning compunent into the
tutal array of federal assistance to other units of government. Richard Nixon had
his version of the New Federalism and he established o few block grants and helped
cstablish a mindset fur dewentralization. Jimmy Carter also frowned upun big gov-
ernment in Washingtun. But President Reagun’s New Federalisin 1s more lfmn a
mer¢ tinkering with the placement of progrums, it is combined with economic,
fiscal, and philosuphical ductrines that pm\idgu swerful impetus fur change,

Embedded in the austerety politics of the 1950's have been the President s efforts
to shift responsibility from the federal to the state and locul levels, and wherever
pussible 1. the individual and the private sector. Perhups must imposiant, New Fed-
erallsmi prupusals have been re introduced in the cnisis conteat, with arguments that
the custs of federal swial intervention 1s, in wself, harmful to o productive econom
and that the individual and fanuly must increasingly bear the respunsibility for Alf-
ness, poverty and unemployment. )

Considerativas of stale capadily to assume responsibility must acknowledge the
fiscal cuntext within which state and loeal guvernments are uperating, the interrela-
toanship between atate and federal wonomie conditivns and polivies, and the real
and growing. revenae dispanities acruss different states and gevgraphiv regions
'US House, 1981a.. Significantly, as Governar Matheson of L’mﬁ has stated, states
are not in wntrll of the key ecunumic policies that vitally affect poverty and the
lovels of wnempluyment wand thus benefit demasdss in the state, Further, resources
are uneyually distributed acruss the stutes. Sonie huve argued that a hands-off fed-
eral uid pulicy is .rrespunsible, given that the states and the welfare of state res
Jetis may be drastically affected by chunges .n industrial und manafacturing bases,
in gas and ' prices and dimand, and in federal pulicies assvuiuted with them ur
with other aspects of the economy.

Tau fundumental yuestione cuncern the state of the stat in the conteat of fiscal
«risis and Nev. Federalism. First, do state and lucal governi... its have the fiscal ca-
pauity tu doal effectively with ther prugrams .n weifare, caucation, transportation,
swias servives, ana health? Sooond, huw will the increase in state responsibhlity and
decrease in unifurm federal pulivy affevt awess tu health care, espevially under con-
ditions of nusterity?

FISCAL CRISIS RESEARCH

Our research at the University of Califurmia, San Francisco and the studies of
uthers shuw that .u the late 1970s, many stutes began to experience fiscal problems,
at least sunic of whih followed the political decluration of crisis and subsequent
laws tu limit or reduce taxes e.g., Califurnia’s Pruposition 13.. More than onethird
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of the 230 policy makers and state and lwal offivials who we interviewed in ten
states and thirty twu loalities repurted a fiscal cnisis within their state or locauty
between 1979 and 1981 that as, prior tu the magor federal budget reductions and
policy changes that began in 1981 Swan ct al, 1982, An cqual proportion reported
their state and local government's fiscal outlovk as “poor’ to very poor.” As early
as the fall of 1981, less than one thard reported their government's fiscal vutlovk ay
“good ™ For the 1980 8! period, more than half of the official city wo percents and
state "5 percent. budget administrators reputted a budgetary shorifall in revenues
at their respective governmental levels. This may explan our finding that man
states and lwealitics had already begun tu vut programs and services befure the fed-
cral cuts in the Omnibus Budget Recunciliation Act of 1981 (Table Nu. 1) and before
the impact of the recession of 1981-82 began to be felt.

Among the human services cut in the 1978 to 1981 peniod, social services were
hoet the worst at buth the state and loal levels, but these were closely followea ”y
cuts in health servives. Approximately 60 pervent of the 32 Lities we studied repori-
ed cuts in social and hc.]ltlx services fut this perivd. When we asked service provid-
crs In the localities tu tell us about their projected budgets for 1982, the result was
fairly dramatic .Table Nu. 2. Cuts were expected frum all levels of guvernmental
support. and more heavily in soual than in health services. Fully 94 percent of
soGal servive pruviders in the communities studied projected cuts f’r'om the federal
level, as did 62 percent of health service providers. Cummunity service cuts also
were projected from funding suurees derived from the state and lwal levels in both
ases aguin more severdly for suaal than health services. The projections proved to
be very accurate.

In eight 8) of the ten states we studied an depth, public officials reported their
government’s revenues had wr woulds fall short of \\Kul was reyuired tu maintain
existing levels of expenditures both on 1981 and 1982, Sce Table No. 3.5 The percent
of localitics studied that projected shortfalls increased from 91 percent 29 to 97
percent (31) between 1981 and 1982, Not surprisingly, over 80 percent of all public
state and lwal officials interviewed repurted eapenditure reductions as thesr magor
response to these conditions in 1982 - althuugh a sizable number of local and o
stialler, but fucreasing pereent of state officials noted revenue ancreases as another
strategy used to meet their budget deficits.

Of the state level offivials why repurted budgetary shortfalls, more than hail O
out of 10 states studicds repurted human setvice cuts as among the “most impor-
tant™ things they did to reduce expenditures both in 1981 and in 1982 (Table No. 3».
About half of the states repurted that acruss-the-buard cuts haa been invoked. Fur-
ther cuts followed, as we know, in 1983,

In contrast, the majur local level responses tv shortfall fus buth years were in re
ducing the cost uf public empluyees through staff reductions, increased workloads,
and hiring freezes which we a;und correlated with local level health and swwal
service cutbacks repurted by providens. In other words, cuts in public personnel lso
resulted in cats in health and social services,

Our findings Jf pre 1931 declased crisis, actual shortfalls «with expenditupss ex-
ceeding revenues and vutbacks ure understandable in the context of 50 state data.
Almost two thirds 164 pervens or 32 statess of the fifty states had enacted income or
sales tax reductions before 1980 ibetween 1977 and 19505 Another 38 percent. J19) of
the states had cnacted spending or taxing Limats prior to 1380 (between 1475 and
1980 and 14 states had buth kinds of taxing and spending imtiatives impwsed on
them In California, the combined impact of the Pruposition 13 and other tux cuts,
plub thé recessivn was tu reduce revenues in 1983 to at least $i4 Billion belor. what
they would have been .annually, without the cuts. Califernia has moved frons a $7
billiur. $urplus tv a 31 § billiun defiut. Califurnia’s budgetary tax, education, hwaith
and-welfare goli\._y problems are more serious in 1983, than at the depth of the re-
cession i 2982 Indeed. California continues to face its worst fiscal year criss sin e
the Depression of the 1930°. .

But Califurnia is not alone. Our analysis \Table £4; of the number of states expe-
ricting a falling budget bolance demunsteates a compiete reversal an the number of
states reporting a sutplus in 1378 wwhen upproxmately twothirds of the 50 states
repurted a surplus of 5 percent oz inores, compared to 1553 wwhen less than one-third
of the states sgu\\ suth a surplus, and the number of states projecung a deficit has
grown {Swan, Estes and WooJ: 1983).

A recent 39 state sunvey frum the National Governors' Assuciation showed that
most state tudget balanves would be at an all time low at the end of June, 1983,
when the net nativnal balance of all 30 state budgets would tutal unly $345 mallion,
wmpared with more than $11 billiwn just three years cgo. As this report noted. Be-
cause state deficits are illegal, a surplus of at lcast five percent is busit into most
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state budgets tu allow for unexpedted expenses or luss of revenue, such as most
states suffer in_recessions. But 26 states will end with balances under one pervent
this year and 23 will fall below one percent next year™ (S.F. Chronicle, 5. 24, 83).

Now, I would like tu speak more speuifically about state budgets and their re
sponses to the growth in Medicaid expenditures.

MEDICAID 1982-83

Qur own studies of Medieaid, focused un the 1982- 1983 perivd, show that the fed-
cral budget cuts and pulicy changes in 1981 and 1982 both envouraged and gave
states greater latitude to make puiny changes. Must of the state Medicaid policy
changes in 1982 were cust cuntarament strategies aumed at reduing the gtuwth rate
in_program spending sinve nost states are eaxpenenung problems with program
deficits in their Medicaid proyrams. However, it should be .oted that the expends
ture increases creating these defivits have not pimarily resulted from population
increases or eligibility or benefis expansion, but wnstead frum increases in provider
Elm:a and charges, Fur example, nationally the numbet of aged Medicad revipients

as declined by 14.3 percent since 1976 (5 percent of that since 1980 and 19814

Our rescarch findings for the 50 states show that:

1. In 1982, states abruptly stupped invreasing their benefit pelivies, although ben-
efits were added in instances where they thought to be cradeufls for mure costly in-
stitutional services.

.2} In 1982, almost all states made reductiuns in the number clgible for AFDC
Medivaid. Appruxinately half of the states made vther minor changes to reduce the
number of eligibles, particularly in the medicelly needy prugrams, These are poor

ruple who wall either go withuut medical care or will require sume form of state or
ocnl povernment aid if they require hospital care.

2. These attempts to control the number of cligibles, however, were not successful
bevause of the offsetting effects of the increase in aumbers ehgible due to high un-
employment.

. Almost all states have failed to muke adjustments in ther state supplemental
payment programs tu keep pace with inflation between 1978 and 1982, directly re-
ducing the number of Suppicniental Secunity Incume SSIL individuals elyaible for
the Medicaid program. This pulicy hus hud the sigle most dramatic effect on reduc-
tion of those e‘iigible for Modicnid{

.5. States have bugun o adupt alternatives to the Medivare reimbursement poli-
cies fur their huspital Mediad programs. Twentyawo of the fifty states have adopt-
ed more stringent huspital Medicaid reumbursemient polivies, und many others are
wasidering such changes. Ctah has adupted a pisspectinely determined rave-based
on severity of illness und case nux, using DRGs. Medicare will follow suit in Utah
next July.

.C. The benefit eaxpunsivn «n community based servives as a substitute for insutu
tivnal servises has been gencradly Limated to demonstration projects or o limited
groups ur hmated gevgraphical areas. Therefore, the snorease in vommunity based
altornatives (.g., long term care for the elderlys benefits 18 not expected to be signif-
ivant i measureeble o terms of wither state ubhization or expenditures per reaps
ent.

HEALTH CARE UNDER NEW FEDERALISM

As a consequence of public puliy trends established in the mid-196u's and the
1370%. The planning and administzutiun of state level health service programs hao
generally been based un the assumption of ontinued growth, or at least of mainte
tannt of effurt. Although many prugrams have been state-adaunsstered, basic fund
ing and other pulicy decisions have been made at the federnl level. Moreover,
prosent health prugrams have evolved uver a perivd of years, largely but not exclu
swvely, 10 reactivn to imitiatives frum the federal level. Many of these assumptions
are nuw beng senvusly challenged, program growth has largely stopped, and n
Many cases proginils are shrionking, greater administrative and programmatic re
spunsibility 1s being given tu states through bluk grants with reduced funding. Fur
ther, these majur changes have been introduced oves a very short penod of ime and
the future portends stll more changes. Thus states, are fuced with the increased
fisnal and prugram respunsibilitics, not unly «n one program arca but in the mults
gic arcas and at a time buth when many programs are underguing federal cut-

vhs and when state admanistrative resources are dwindling, due to intensified
state and local fiscal problems.
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TCurthermore, a number of federai spending reductions are coming via the biwk
grant approach, with another 12 percent budget reduction propused for fiscal year
1984— this on top of 20 to 25 percent reductions imposed in the 1981 cuts.

In vur current research, a 1983.survey of state health departments ia cight large
states frum & federal regionei reported the effects of the combined reduction of both
federal and state funds. The effects are apparent in both personnel and services.
Five of the cight sample stutes reported laying off and reducing personnel. These
Jusses, as high as 2,000 employees in one state, were tied directly to loss of federul
funds and restricted state funds. Although none of the states had eliminated sen
ices, 4 of the b stite sampie health departments reported initiating fees or vu-pay-
ments reducing in the volume of services, and tightening of eligibility.

Relative to state policy changes or cutbacks and their cfiects on the state health
depurtments—California intiated the Medi-Cal Reform Act re-defining what was a

medial necessity”’, Washungton increased fees in the arcas that had not had fees
before, Miawsuri eliminated hospital subsidy for care of indigents so that they wan
no longer respond to emergency public heulth problems just to cite a few
examples.

Let me close with a communt about New Federalism, fiscal urisis, and the decen
tralization of nativnal Lealth policy as it relates to the academic Lealth center.

We are all familiar with the impact of such national health care polivies fur the
suppurt-of biomedical research, nealth care for the elderly \Medicures, and hospital
construction {(Hill-Burton).

Under polivies of New Federalism and decentralization I see five major issues.

+ National policy goals e.g., acvess to health care for the poor) are supplanted by
the more autonomous and variable state and in sume cases, locals palicy choices,
particularly with regard to prugrums for the pour of all ages. This means that there
will be even less consistency or wniformity of health policy for the disadvantaged
across different states;

2 With block grants and reduced federal wontrol, the capauity of all bud the most
powerful constituenuies s weakened —because, to assure a uniform basic level of
human services, o constituency will need the resources and capacity to influence 50
stute governments and pussibly thousands of local governments \the poor usually do
not have such organizational strengths. The academic health centers, particuiarly
the medicul schools und teaching hospitals, have focused on Washington and federal
pulicy — not state policies. But increasingly, health muanpower policy and third-party
reimbursement policies will be decentralized.

3) The more health prugrams are cunsolidated into a small number of block
grants, tie less likely there will be a solid constituency behind these grants, and the
casier it will be for legislators to make further cuts in them in the future.

) Decentralization in austerity places human service demands on the most fiscal
ly vulnerable levels of decision making, where state and local guvernments are sub-
Jeut Lo immense fiscal pressures and revenue shortfulls.il) Decisions about health
services for the poor are thus located precisely where pressures to wontrul sucial ex
penses are greatest—and where the need to maintain the s.ate and local economy
forces these governments not only to limit curporate taxes but alsv to pruvide addi-
tional ecunumic incentives Lo business) "Friedland, Alford and Piven,” 1977, David
and Kantor, 1981); and

\5» The policies thut must benefit the ugper and middle income groups tend to be

national” policies e.g., Social Secunity, Medicare, military spending and tax subsi
dies;. These truly national policies wlthough alse under fire) are more easily pro-
tected, uniform, and vimble. Pulicies for the poor wuch as Medicaid; tend to be state
ievel polivies, which are not only highly variable and «nequitable frum state to state,
but also increasingly vulnerable to cutbucks with the f2deral puiey shifts ard the
extreme fiscal ressures on state and local government (Estes, 19¢., Nelsor, 1982,
1983, It 1s the poor, aged und young people who are most heavily depeident on
state-determined benefits of Medicaid, block-granted sociul services, and SSI supple
mentation, who are particularly vulnerable to these cutbacks in state policies
during this austerity period.

These are not casy issues. I lovk forward to hearing huw the state of Utah and the
University of Utah are dealing with them.

Thank you.
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TABLE 1.—STATE AND LOCAL CUTBACKS IN SERVICES: 1978-81

Nunder Sute M.
e e

ouihacks
N 10) N=32)
Governgart 2 (Wm Local Na. ‘p«oml

Cutback area: Services/benefils:

AQINR SBVIES... v stsmmrmmamisms + < eemees et 1 10 ] 4
QN SEIVICRS...... e s cmornn o on oo stmerit et 4 40 19 59
Social S4ees .. ..... e 5 50 0 63
ORI MAAIEAIA0E 1 e s = —or e e et o s ot e « 3 30 ] rH

) teom ashed "Sece 1418, hay (Stte/local) poveriment spending ;e okowinp areas bren grealy cuthxR, cutbk, kit o ssme sevey,
woreased, o graatly mereasedt”

Source: AHPC Focal Crsis £ite Survey, Aublic lnfestiol Instrvennt

tABLE 2 PERCENTAGE OF PROVIDER RESPONDENTS ANTICIPATING EFFECTS O OWN AGENCY OF
1981-82 GOVERNMENT EXPENDITURE CUTS: URBAN LOCAL LEVEL
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TABLE 3. STATE AND LOCALITIES REPORTING BUDGETARY SHCRTFALLS AND GOVERNMENTAL
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TABLE 4.—STATE SURPLUS (BUDGET CONDITION): 1978 AND 1983
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TABLE 4. —STATE SURPLUS (BUDGET CONDITION). 1978 AND 1983 —Continued
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STATEMENT oF WiLLiAM LavRenck GeE, Presipent. On Lok Sentor Heavti
Services, SAN FrRANCISCO, CALIF.

THE NEED FOR A NATIONAL POLICY ON LONG-TERM CARE

My name 1 William Laurence Gee. I am a practiung dentist in San Francisco's
Chinatown. I am alsv now a member of the San Franusco Commussion on the
Aging, Chairman of San Franuswo's Adult Day Health Planning Council, and the
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Vice Chairman of the United ancol' the San Francisco Bay Area. But, it 15 in my

capacity as President of On Lok Senior Health Services that I am speaking to you.
n Lok is a nonprofit community based organization established in the carly 0's
to se. ve the needs of the sick and impaired elderly of Sun Franuscu's Chunatown,
North Beach arca. Over the last 12 years, On Lok has had the privilege, throosh
roscarch projects, demonstrations and waivers, to develup und refine a long, ierm
-.fe system w° ch helps the older impaired peraon reniin in the community. In
'972, On 1ok ueveloped a day care center, using the only space avaiable—a con-
verted nightclub. By the end of 1974, that day center was Califurmia’s first Medicuid
waiver demonstration of what nuw is a statewide Adult Duy Health Service pro-
gram. With niodel project funding from the Adnunistration of Aging, On Lok ex-
anded its community service system frum 1975 thruugh 1978, buillding upun da
calth and including in home services, sucial day care and housing. In 13'.'9 On Lo
began a new demonstration now knuwn as the Community Care Qrgamzation for
Dependent Adults or CCODA. With Medicare waivers from the Health Care Fi-
nanuing Administrativn and research and development funds from the Office of
Human Devclepment Services and the Adininistratica un Agim t» On Lok developed
a cumprehensive long term care service system. On Lok's CCODA was built un tie
:?lnhr;a%c ment and financing principles of the Health Mowitenanee Organization

Su, for the past four and a half years, On Lok has provided all health and health-
related services from transportation te hospitalization - to older people so fral
they are certificd by the State of California as eligible fur plucement in a skilled
nursing facility. Medicare reimbursed On Lok fur all ats service delivery custs and
On Luk’s professivnal multi-disciplinary staff had the freedom and flexability to pro
vide the services needed without regard W nornial rambursement regurements, re
strictions or constraints.

Our expectations for On Lok were realized and even surpussed. First, On Lok
found that indeed many people can be kept vut of nursing humes. Whle all of On
LoK's purticipants have been approved for nursing hume plavement, today less than
three percent actually reside in a skilled nursing faciity. This s less than the na-
tivnu! average for the total poptlat,on aver 65 years of age. Sewond, and mure im-
portant from the Medicare perspective, huspital days hu\cbix'cn reduced. Since 1970,
On Lok has been able to reduce its percentage of huspital days [rum vves two per
cent tu nuw just over une percent of tutal days. This rate 15 cumparable, again, to
hospital use by_the gencral Medicare population -buth healthy and frail. Third,
cummunity services were considerably inoreased. Nearly all of On Lok’s participunts
attended a day health center at least a few times o month and sunie attended daily.
Many reweived in hume services. Fourth - the buttom lines -—custs were fuvorable,

Ithough cummunity service custs were high, savings from acute huspstalization
and skilled nursing offset these. On Lok’s total per capita vost - nuw $1,220 per
munth i only about 85 percent of what Medicare and Medicad usually pay for
such frail persons. .

There are a number of points I would Like to muke based upun On Lok's expen

ences.
Abuve all, long term care wan be and should be an integral part of o community’s
health delivery system, It should be cumniunity based and that means two things.
First, persuns should be able to receive services whiie remainang in ther own honse
and in their own cmmunity, On Lok's philosephy, frum the very beginninp, b
been to help the vider persun remein at hume as lung as it s medically, svcialiy 14.d
ewnumically feasible. On Lok has found that while sume peuple nee hus{ulai and
skilled nursing care at some times, vverall much of the 5m'lh:d nursing piacement
and sume of the hospital piacement can be reduced. Sevond, conimunity Lused
means community controlled. The lung term care system needs to reflect and be
scrutinized by the community. On Lok’s duors, fur exampie, are ulways vpen. Fanaly
members and others come in «nd become part of the sysiem and the prugram s
better for it. ,

My neat puint is thac services need tu be antegrated tu meet the needs of the lung
term care pupulativn. The frail older adult has multiple interrelated needs. Medical
probiems, functivnal imitations, varying degrees of wnlusion and disurizntation are
the notm rather than the exceptivn. Services funded by different programs and de
livered by many different providers are not an adeyuate respunss, We have seen
gcuplc guing ints huspitals because funding wasn't availabie fur a purtable meal.

ingle source uccess and control over all services is crucial.

A further point is that the provider must be put at risk for vust control. As serv
we pruviders we are concerned with Smndmg the highest quahity of care with tie
availabic resources. As taxpayers and political realists, huwever, we must alsv ad-
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dress the prublems of cust wontrol in lung-term care. In the present rembursement
systenmy, neither the cunsumer nor provider has any responsibility for cost contain
ment and as a resalt costs have gone out of wntrol. Risk-based capitation reim
bursement which pluces the service provider at finanaal rish hus been successfully
employed by the ﬁcullh Maintenance Organizativns in dealing with the generally
healthy, usually younger, populations. On luas experience shuws that the same
prineiples can be upphied in long term care with even greater success in controlling
the cust and improving the quality of care. lrunically, "HMO-Like”™ programs serving
the frail aged, Like On Lok's CCODA, do nut quaiify under existing federsl and state
HMO legislation. because they discriminate based on frailty.

My final point 15 that spews] attentivn must be paid to the plight of che mniddle
incume long-term care needy. The wealthy can buy whatever they need and the
poor have Medicaid to help meet lomgterm care needs, but these with small savings
or income have to lose everything betore getting adequate care.

The present long-term care reimbursement system most abuses the middle class
whou typically shouldered the bigyeat tax burden during their working days. Medi
care insures against the acute hospatal bill, but for this muddleincume group, the
truly acute prublem is the high, continuing cust fur chrunic care. Today older per
suns with modest savings —-frons two Lo twenty or vurty thousand dollars finds
very few options when confronted with long-term care needs.

A number of piees of legislation have been propused to address the long term
«are problems of the middleancome group, Among them are Part D of Medicare, o
.n.-f;urulc insurance program fur lung term care services, expansion of Medicaid eligi
bihity to .nclude the middie incume in peed of lung term care, and integration of
Meaare, Medicud and lung term care souial senvices into a single authority e.g.,
Title XXD).

Wwhat s needed urgently 18 o natione: lung term care pulicy which guarantees
every individual the rnight to needed health and health-related servises not valy in
the interest of the individuals but alsv to contrul public expenses. The present
patchwork of reimbursemient only leads to uncontrollable costs.

Cn Tuesday, November 1, 1983, On Lok began the fourth phase in the develop-
ment of its lung-term care system. On thot day, On Lok became the first prugram in
the wuntry to assume full finanual risk for delivery of all health and health-related
services exclusively to a certified frail pupulation. Through assumption of finanaal

‘tisk, On Lok hus an expliat incentive to cuntrol cost. Medicare and Medicaid now

Q

pay On Lok o monthly fee that 15 less than these programs’ normal costs Zur this
populatiun  su st suvings are guaranteed. Nun-Medicud participants now pay
their share of cust for services not normally covered by Medicare. On Lok cuntinues
tv have freedom to verve individual needs rather than reimbursement constraints
and accepts that financial risk is the cost of this freedom. .

Our demunstrativn was authunzed by an amendment to the 1983 Social Security
Act, for which T'd Like to thank members of this cumm.itee and others whu gave us
suppurt. While On Lok has indeed been fortunate in having the vppurtunity to de
sm its mudel long-term vare systeni, On Lok is not unique. There are many other
guud demonstrations guing vn in tlas wuntry and many uther providers across the
nativn have approached On Lok in search of a sumilar vourtumity fur better serving
the peuple they care abuut. Therefute, we urge Congress to suppurt the developnient
of innuvative systems of lung-term care that address the dual concerns of quality
and gust control. Onguisg Medivaid demonstiation authority as granted in section
2176 of the 1980 Omnibus Ruonciliation Act 15 a step an the right direction, al
thuugh there are imple.nenaaon prublems. On Lok has worked with the California
legisiature s Subcummautee vn Long-Te.em Care and knuws well their inteiest and
the barriers they fuce in establishing better lung-term care p. -ams in the state.
Cungressivnal suppurt s needed o see that the intent of 2176 s .« dized at the state
ic\c? and that siules Medicare waive,s are enacted. Furtherniore, we must look to
these demunstratoin programs not as umelimited expeniments that will be started,
stupped and studied, Eut as onguing, evulving systems that continuaily strive to im
prove the long-term care services and reduce costs. )

We must find new, better and more custeffective prugrams tu serve the aged in
need of lung-t2c.u care and extend these innuvations saito puiey through legislation.
We must caution, hiwwever, that these programs du not develop in a day, a week, a
month, b year ur even three years. They take time. Medicare, Medicaid, the states
and Congress must work tugether with providers and_cnsumers to develop more
equitable and effective systems of services for vur frail aged. It is time for action
and we offer you our assistance
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STATEMENT or Ronenr J. KARR, A CAREGIVER, SAN FRANCISCO, CALIF,

Gentlemen: Respectfully, yet humbly, I dare to a {)mach this comnuttee and
demand its attention I seek from this learned assemg y of representatives under-
standing and answers to the questions of millions who have learned to live with the
exper*~uce of Alzheimer’s Disense but can never learn to hve with its attendunt de-
struct sn of family, career, saving and ultimate bankruptey, resulting 1n the total
degradation of life, the reduction of medical care, the infusion of despair and the
ultimate loneliness of human heartbreak.

Medical practitioners biologic researchers, students of psychological theory have
sought for years for ths enlightenment to ease this burden from mankind. However,
the subject of researr’y, cause and effect, polential short term neurological relief or
iong term life resteiing cure i$ not the sug?ecl of iny appeal today, Instead, I would
stand before yor and eagerly seek your enipathetic solutions to my dilsmma and my
Questions,

I am a middle-aged wage carner, more fortunate than_many, yet not wealthy 1n
material terins; certainly a survivor and probably classified as iniddle 1ncoine. My
home carries a modest mortgage and my savings are few. My five children were
educated to the best of my ability, are grown, mature, responsible and, in truth, are
my best friends By general standards, my career is rising and the highest income
producing years are yet to be realized. Millions of the people would see me as suc-
cessful, fortunate, ambitious in family, carcer and marriage.

But, as I stand before you I must ask why do you forze me to degrade my values
and divorce my wife of twenty-cight years, the mother of our five children, the lady
I chose to live and die with.

Why must I find the legal mechanisins which will allow tne to continue giving her
the medical care and qunlitr of life, which at its maximum you learned representa-
tives might find unaceeptable as minimum care?

How would you tell my children that it is only a legal maneuver that I leave their
mother with all our combined assets, knowing that their father must start hfe anew
and find even greater income to provide continued care for their mother, even
though governmental funds may be available?

How. 1 ask, do I destroy the marriage vows of the years, disrupt lives, and, for the
first time give my children the exmn;;]e of the antithesis of our natural, most funda-
mental form of society—the family unit?

Gentlemen, I abhor what I must do. It is contrary to my principles, beliefs and
religious customs Yet, I must do it. Why” Because you, our representatives, kave
not realized yet that the individual induvstry of responsible, hard- vorking people
may require financial assistance. With an Alzheimer's Disease experience 1t not
onrlly may, I promise and assure you it irrevocadly will and does.

he laws of our nation demand that both my wife and I must become destitute
and therefore your wards However, as long as [ have income producing years it 1s
iniprobable that any form of Federal, State or municipal government agency. will
recognize my needs and most probable that it will not. You and your peers have
destined that all my years of modest ambition will result 1n the deterioration of life,
both for iny diseased wife and myself.

Gentlemen, T and millions of others beg you to find a solution to our problem. I
ask you not to relieve the stress and anxiety from our daily lives but only to Iisten
to our combined voices, hear our pleas, listen to the needs of your people. We have
elected you, we trust you; we have the undying faith of American generations ther
our system not only will prevail but in jts empathy can and will nit the burden
financial and fanily ruin Irom our lives.

With this {fervent hope I pray to God.

HearLTl CONSERVATION, INC.,
San Francisco, Calif., February 2, 1984,
Birt. HALAMANDARIS.
Subcommittee on Long-Term Care,
Washington, D.C.

Dear Bui I agreed to submit information that would supplement the material
previously submitted to Congressman Claude Pepper’s subcommutten hearing of De-
rnmbgr 15,1983 I would appreciate it if this letter could be included in the hearing
record.

Helping people with home care needs is not always easy. Problems are compound-
ed when people are poor and need government help. In our agencies, a person can
be eligible for Medicare, Medicaid, Veterans Benefits, Older American Act funds,

Q
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huspice vate and many vther government funded services, Each program respunds
tu a need but none of these programs luwks at the whale person. The result s frag-
mented servies, wostly burcaucraues, waste, and abuse of reupients as well as
workers trying to care for the people in need.

Title XX is a federal, state and local progran It has been the subjet of repeated
LApUsES an liewspaprrs, television and wongressivnal heanngs. Repeated promises are
inade o change things in this guvernnient program, but the prublems get worse., In
Californsa, this single guvernment program affects vver o hundred thousand reapn
cats and uighty thousand workers, wosting the taxpayers o half o billion dollaes a
year.

Califurmia’s implementation of Tile XX, the In Hume Supportive Services Pro-
prann, 15 o scandal whereby well pud public employees explot workers and deny
them theie employees nghts, The predictable result ss abuse of the sick, the elderly
and the puor. Befure T desenibe the latest abuses, may 1 respectfully request that an
vuteume of this heaning be a full and cumprehcasive investigatiun snto the Tatle XX
reiationshup 1o the vther government programs ke Medicare, Medicaid, Veterans
Benefits, Hospice Care and the Older American Act.

A report of thes investigation should lead 1o new federal legislation which will ad

sy l'hu revognized problemns of fragmentation and burcauctatic waste and abuse.

The cotmpettive bidding and contracting provesses fur 1in homie suppurtive services
have been referred to as jokes and  shams”, Part of the reasun for the denisivn of
gubln. crpluyees involved i these prvesses, s thut seme wnmipames bid on one

asts> but exeeute the contiact oo guite o different way, sumietimnes with the knowl
edge and blessing of well-paid public and union officials.

For example:

The bid spevifications may reguire o speafic number of supervisors or an amuunt
vt vacutivn tume. There are no hnow audits 1o deternune the degree of relativnshap
between a bid and avual performance. When matenal differences between o bid
and performance are exposed, there seeni to be no penalties or sanctwns against the
g_xil.d.cx. a wontractor o the univn and public ufficials charged with speaific responsi

ilities.

The very woneept of lowest bidder  must be Jhallenged as used in this program
bevause the lowest hourly bidder ss guing to be the must expensive o total cost in
more ways than one, wostly fur consumers, taxpayers and workers as well as de
structive of the basic beliel held by all Americans that fairness and justice are aval
able through our government and unions and their employecs.

Luwest wust dues uot eyyual lowest hourly or unit price. To determine lowest vust,
vnt must know the unit price plus the number of units yor hours, utinzed in a given
penind of Le, o moath, for example, In addition, the length of stay must be known
+how many nwnths va the seevices and the rote of revidivism must be known, that
15, dues the persen get better and stay off the service or are they repetitisely back
on the service,

Testiniony buing submutted details continuing scandals an thas vital and valued
program. The testimonies well a tale of abuse and waste and ask fur o proper con
gresswnal investigution Lo deteraune of there are vimes being comnutted and what
legislative remedics the Congress should consider.

Remiedy Health Services has been a successful bidder un several in home suppor(
vt servie wontracts on Calfurnia wwunties at extremely low hourly rates. This has
icad tu speeulation that an urder for the cumpany W make a profit, the company
muot take shurt cuts sn the program and shurt hange the governnient and the vom
pany's worhers an lerms of wages and fringe benefits through questivnable cost wut
tng methuds, Evidence s accumulating that these cust cutting methods are not
speculation but are being used by Remedy. For example:

A. The Guiernmend 1s shurt changed. The unwn and Remedy agreed on August 16,
sJBo after Remedy reveived the Son Franasee sn-hume suppurtive services contract
that cach emplvyee’s regular wage rate would be reduced by filly cents per hour
and poid tu the empioyee as a  Juthing maistenance ailowance™. It appears that
this methud of cost saving s a willful avudance of federal, state and county payroll
taaes and legally reyuired ansurances. It is my understanding that a letter to this
«ffet has been transmitted by the Sun Franuswe Department of Suaial Services to
the City and County of San Franusco Attoracy who has furwarded the letter to the
Internal Revenue Service.

Alth rugh the questivnable practice may leave a few dollars extra in the hands of
the wurkers, ot wiolates the law and the employer, under such o provision, would
save a quatter of a mubon duilars 10 unpaud empivver reyusted taxes and insurance
premaunss fur thangs uke svaal sevunity and Workers Compensation, among others,
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B. The Program is shurt changed. In San Francisew, there have been three trained
and experienced supervisurs terminated since mud-August, 1983, One of these em-
ployces was a nurse. Anvther had a professional sweial work bachground, and the
third was fluent in Chinese. These in\rividuuia were replaced by persunnel from the
company’s San Mateo County office, I am told.

The contract in Sun Matev calls fur ten field supervisurs. Indications are that this
contractual program need is not being met in Sun Matco County bewnuse supervi-
sors have been transferred to Sun Francsco. If I were an auditor, I would want to
be assured that there were no duuble billings or wustings as was found in the Souza
case of several yaars ago.

C The Workers are shart chunged. The union wontract between Remedy and the
Hospital and Institutional Workers Union, Loval 250, requites that only 10 perent
of the work force be employed as “casual”. The reason for this stipulatiun is to
remove incentives from the employer tu hire a large number of re'iulnely shurt
term employces at the expense of the regular humemakers, many of whom have ac-

uired training und experience as well as semnty for purpeses of cacmings and pa-
ticnt care shills. Indications are that this contractual commutaent 18 being system-
atically vivlated by Remedy and that instead of having abuut 40 casual”™ workers,
as required by the Union Contract, Remedy has many more than this.

The union signed a "favured nations” univn agreement. This  favored nations”
Jause means that ather signaturs to the union wntract can take advantage of bene-
fits granted to a different employer. In this situation 1t would mean that Sun Fran-
«isww Home Heallh Service would have to partiaipate 1n a willful avadance of feder-
al, state and cuunty payroll taxes and legally reyuired insurance. and vigiate the
pur of having a limit on the number of casual employees.

I I were an investigator, I would want to assure mysell hat the agreements bes
tweea Remedy and the Union were properly negotiated and fairly reached. Indica-
tions are that there were “sweetheart” arrangements made.

Since regular hours worked at Jdients' hume and hours spent in transit between
ulients are lumped tugether vn Remedy employee payroll checks, there as a lugieal
suspicion that transit hvury could be billed as service hours. If thas were the case, it
would vidlate the terms of the county contract and the program requirements, It
would also appear, if true, to violate the union contract.

Ficld supervisurs have been admonshed to maxinuze the number of hours that
cach client receives su that the total cuntract hours can be raised and thus reduce
the fixed cust ompunent of Remedy’s budget. Fur.exampic, tustunically 1o San Fran-

i5¢u, the number of hours served is less than 80 pervent of the number of hours
authorized due to cdients being huspitalized, vu of towa, famudy visits and other rea-
suns. The result of this type of increase 15 tu rse the wst of services per Jient per
month due to uverutilizativn of servives wishout pruviding compensating benefits w
the client er the taxpayer.

One should note that when wurkers are shortchanged, sv 15 the program.,

In the case cited previously, where Remedy s deducting 56 vents per hour from
the employed's regular wages, the employes s being exploted. The employees are
underpaying Swial Security and Federal and State “'Al.{l‘huldmg Taxes through no
fault of their uwn. When the sarwus taxing agenaes require o full payment for
back taxes, the workers will be reyuired to puy on these carnings. I have previously
submitted to the committee staff ugnes of court deusions on these matters.

The univn contract calls fur the employee and the employer to cach cuntribute
five cents put hout tu an empluyees’ pension fund. The money has been withheld by
Remedy, we understand, but nu accounting has been given to any of the employves.
The yuestion bevumes, sinve the unun countract requires that we fullow the ER?SSA
re?uirements for pension funds. what is happening tu these monies. .

understand that Reniedy has not explained tu its workers how the workens' va-
«ation time is being awrued. In the past, we have havwa of hunde us of homemah-
ers who have not been paid their vacation be the eueplover —wu where the state of
Califurnia apprupriated additivnal fupd. w cover this expense following the banh.
ruptcy of a major company.

he univn wuntract requires that empioyves revesse Xawser Health Plan B Medicas
Cuverage, or its equivalent. It is my unuerstanding that Remedy workers ate recess-
ing Plan L, which s not equivalent. ft custs the enipluyees more, and the eaiployer

CSS.
The empluyees have requested that all hours averued for regular wages, such as
travel, bi»ﬁ leave, vacation, traming, amung uthers, be Listed un the pay Jhedks so
that they will know how these benefits are accumulated. )

Rewently a union member complained to & shup steward of Laoval 250 that Remedy
was not paying apprupriate travel tme. The shop steward was able to get the local
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Remnedy manager te admat that Remedy emiployees had beeen instructed to - short
change” employees svme 200 hours of travel time each month, I am told. .

It would appear, frum several empluyee complants, that senot wurkers' houes
are buing reduced and that these hours are being reolaced by casual”™ eniployees.
This, of wourse, reduces the quality of the program, saves the eniployer oy be
cause they are paying less in terms of wages ond fringe beacfits and the practie
thoroughly demoralizes the existing work force.

In short, it would appear that the problems of Title XX wntinue. The problems
have been wellduwumented and reforms have been promised repeatediy. Yet, as
before, 1 request your help an obtaining the facts aboat this company and ask for
<hanges in the current system which seems tu encuurage dishonest empluyers such
as Gottheiner and Sousa.

I will be glad to work wath youur staff and uthers 1o offer suggested sulutions and
to get to the root of these problems.

Respectfully submitted,
Ronert L. Lucas,
President.

STATEMENT uF Priviaas Manstinwn, Fastiny Survivan Pruskct, San Frasuisio,
Caurr.

Ladies and Gentlemen. My name s Phyllis Maasficld and we have lived in San
Francisco since 1461, when my hu.  d, Dean, retired from the US Air Force.

In 1970 he and I both noticed a very slight tremor an hes left arm. The tremor
sradually ancreased and later that year & was diagnused as buing caused by Parka
sun’s distast. U1 o prugressive discase, with nu cure in sight yet. Even with medi
vatiun we were aware of the debilitating cffects of the disease - increased tremor of
the hands and the mouth—ladk of cordinativn and weakness o both hands and
legs. However, until 1978 he was able to play goll, drave the war, attended symphony
and vpera, take care of himself. In February of that year, I came home frum a shvp
mag tnp, found hum on the flour, unable to get up by himself, altho he had been
tryang tu for two hours. A neghbur helped me get hum up that day, and I have
never left him alone since then.

He 15 uow mubile arvund the house and fur shourt distances sutsde, but his bal
ance 18 very povt and we do not let lam walk alune. He 15 incontinent at times, he
needs help gettug vut of bed and up frum chaies, and alsv with bathing and dress
ing and undressing.

When I realized T needed hared help, s that T eould get vut to take care of all the
routine chores, | called o Seimor Resvurees, an agency of the Episcopal diveese.
They recumsnended butie heaith care agences and we juined one. We started out
with a health ade tu comig fur four huurs, two days a week. We pad this with ne
help from anyone.

It was this agency that gave our name o Family Survival Pryject, a pilot pruject
funded by the State and by private wyntnbutions, W pruvide vazious kinds of aid tv
thuse canng fur braindamaged aduls at home. In fact, Fam. Sutv. Proj. is unique.
My reasun fur saying that s that in Apnil, at the request of Fum. Surv my Proj., r’:f
husband, vur health ade, and [ were subjects 1o o TV deeumentary abuut the aged,
ﬁruduu:d by televismon statiun, WBZ of Bustun. ‘Nhen 1 asked the producer why they

ad come tu 5. F. tu do this, she suid,  Because Fam. Surv. Proy, is the only une of
its kind in the United States.” .

Our add frum Fam. Sunv. Pro). bas helped us in tio ways. First ther financial aid
made it pussible fur uy to have humne health care fur four hours every day of the
week. Sewondly, 1 hase called them several timies for advice abuut hcaflh agendies,
They are sery suppurtivé, cathing oflén and regularly o ask of there are any probr
lems. That 15 smpurtant. tv know that sumeone vut there cares and 15 willing to
heip. When 1ell and broke my wrast last spring, they were able tv add sume supple
mental financial aid.

When we chuse to hive in 8 ¥, after retirement, st was for many reasuns, partly
bevause of the cumnussary and PX priviieges at the Presidio, but more ampurtantly
beause of Letterman Army Med. Center, where Dean has rewerved eacellent med,
wai treatment, It 15 caited free , but surcly carned wath service to the wountry for
3u years in buth peace und war—World War 1l and the Korean cunflict. Our only
use of medicare has been the rental of a hospital bed.

H Dean 5 health were o worsen markedly and of Fam. Surv. Pru). funds were sud
denly wut off, T would still do everything in my puwner to keep Dean at home. If we
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needed a health aide for 10 or 20 hours a day at the rate we are paying now, we

would Yrobnbly manage for several years, though it would mean sacrifices.

Estill remesnber the sickening feeling T hud when I discuvered that there was no
financial aid for us if I took care of Dean at hume. Medicare would pay for expdn-
sive hospitalization, but nothing at all fur much Jess expensive care at home. It
didn’t scem fait to e then, and it still doesn’t. Why shouldn’t Medicare help pay
&~ this long term health care? If anything I have said here tuday helps us attan
that goal, I will feel s if I had served a good cause.

STATEMENT OF FANNY MAROTTA, SAN Francisco, CALIF.

To whom it may concern:

Iam a 68 year old woman whuse husband died last year of pneumonia. This cause
of death does nut begin to describe the discuse that really kelled him und nearly
killed me. In February, 1981 Frank was diagnused as having Alzheimer's discase. 1
had never heard of the discase and remember asking the ductor to spell it for me.
What would the ductor do to cure Frank? Nothing: What sort of help was there for
him? None!

M husband, who had always done the shopping, got lust un his way home. My
husband, why was a very clean, fastidious man, no lunger wanted to bathe. He put
lighted cigarettes in his buthrube pocket. He mustouk the hiving room {or the bath-
room and utinated un the carpet. In the middle of the night he wandered around
the huuse and ate anything he would find. During the day he duzed. Every minute it
seemed I had tu be alert and watch him for fear he would hurt humself or cause
majur damage to our hume, which we were still paying fur. My bluod pressure

ated tv alarming, heghts and my artificial hip made 1t nearly impossible for me to
help Frank in any physical sense. Onee 1 finally convineed him to get in the bath.
tub, but I could not ‘})xelp him out. He was stuck for a couple of hours.

For uver a year I cared for my husband night and duy without uny help. My chil-
dren live on the East Cuust and couldn't help me eithet. I couldn't afford any help
for fear 1 would have to spend all vui savings eventually va o nutsing hume. Over
$2,000 a month is what they cost. Medicu. e and his insurance would not pay for
anyunc to help bathe him, would not pay fur any sort of duy program, wyuld not
pay for sumeune to even sit wath him while I went out for groceries. Our ufe was a
living hell and financial disaster was what we looked forward to.

Finally, the atrain was su great that I risked being husptalized. An acquaintance
owned a small rest hume and agreed to take Frank. At the end of a month she had
ty raise the price another $100 to pay fur extra help to care for hum. At the end of
the sevund month he needed to be husputalized with staph wnfection. He died a few
weeks later,

It wasw't until Frank got the infection that insurance covered care for my hus.
band Over $12,000, it cont fur thuse last vouple of weeks. I would have rather seen
sume of that money spent fur care at hume, for respite, for home health ades for
Adult Day Health centers which could accommodate people like Frank.

I would testify in front of you today, but I am still vecvsening from the stress of
the last wouple of years. I um depressed and have wo energy. I will always be angry
2hd!t!hcru was fiv way the “system™ helped my husband and { when we needed it
most.

e i

CaLirorNIA CONFERENCE
oF Catnouc Cuaniries Direcrons,
Sacramento, Calif., November 10, 1983,
Hon. Sata Burroxn,
450 Golden Gate Avenue,
San Francisco, Calif.

Deas Conuressman Buntun. Last munth 300 representatives from all over the
United States met at the Natwnai Cunference of Catholie Chunities meeting in Bal-
timute The group unanimously od the attached resolution un Health Care for
the Aging which was written by the California delegation.

kr.ow you arc wnveined as we are about the high costs of medical care and the
burden those costs place on clderly people.

You will bu especially interested (n vut recummendations vn page two of the reso-
lution for the Medicare program.
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I hope you wiil give serious cunsideration to our pusition and be a strong advoecate
{or maintaining and impruving wwverage for vlder Americans under Medicare.
Sincerely,
= JAMES PURCELL,
President.
Enclosed.

Heavtit CARE FOR THE AGING

Whereas, 1n Pacem in Terns «(No. 115, Pope John XXIII listed medical care as a
human right which promotes the development of life; and

Whereas, in their Pastoral Letter Health and Health Care the United States
Catholic Bishups alse wunsider health care a basiy right which flowa frum Lhe sancti
ty of human life s, and encvurage us to model health care delivery afler Jesus’
personahized contact with peuple whe were sich, suffering or reyuiring care, and

Whereas, the Bishups further explain (Il A, that from the biblical prespctive
heaith means wholeness—physical, spainitual and psycholugical, individual, social
and institutional; and

Whereas, the Natwnat Interfaith Coulition un Aging also uses the word “whole
ness, which 13 furthered, they state, by “the uffirmation of life in a relationship
with God, self, community and environmental”; and

Whercas, Newther Pupe, Bishups or Coalition qualified health care by age ot cco
nomic condition. Rather, they affirmed its right to exist in a comprehensiv
manner, at every stage of the life «ycle, by nature of man's very existence s a
human being; and

Whereas, the hertage of healing nunistry, therefore, must be personal, foster
wholeness, be integrated and comprehensive i its seope, and be renewed and adapt
ed to the needs of today (Health and Health Care, 11-b); and

le\(}r’her;us. access to kealth care «n America is a fight to whick all people are enti
tied; an

Whereas, ecunomic conditivns, cutrent public pulicy directions, and iwadequate
community based lungsterm cure serviees have a profuund negative effect on the
health of the Aging in America; and

Whereas, vur wuntry's present, profituniented health care system does not pro
vide adequate, nffordab{e or accessible care; and

Whereas, vider peupie, as the magor users of health care services, not only suffer
the hugh custs of medicai care, but are victims of financing mechunisms geared to an
acute care  mckness mudei which 1s not cungruent with their more chrunic health
care needs; and

Whercas, vur Nation currently has no unnersal system of health care, and

Whereas, the current  coisis an the finanang of the Medicare system is not en
gendered by the graying of America—rather it i3 brought un by open-ended govern
ment funding of private health ware services, that ie, by government adopting in
demnity insurunce prnuples and finanung techniyues in the reimbursement of
health care of the Aged: therefore, . .

Be st resolved. That the Natwaal Cunference of Catholic Charities confront the
cumpicx sociai, puliticai and econumie ssues surrcunding health care for the elderly
by taking action to halt government assaults un the Medicare system, es ially
prupusais that wousd svek cost contanment by increases 1n beacfiviaries’ share of
cost or reducing the care they receive;

That the Natonai Confesence of Cathulie Chatities uppuse any changes in the
Medicare system thar would place a heavier burden on the consumer by.

Reducing eligivatity and benefits directly affecting beneficiaries

Increase co-payment and deductibles

Instituting means testing for eligibility

hThn'L t{:dc Nationat Conference of Catholic Chanties sugpurt Medicare revisions
that would:

Lontrol costs ut their seurce, both institutional and individual providers reim
bursement 3 -

Require physicians to aceept Medicare assignment withvut charging additions!

Reimburse for services such as annual physnal examinations which promote
health and prevent discase

Reumburse for iong-term care services, incduding adult day health care and social
rehabutating aduit modei day care, huspice senaces, respite services, more in home

services such as para-professional humemahing and case management services

Aruitoxt provided by Eic:
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Provide for out of institution drugs, eye glasses, dentures and hearing aids

Explore alternative deliveiy systems, especially Sovial Hezlth Mainteaance orga-
nizations

T* «t the multiple dimensions of lung-term ware beconie a focal pont for mutual
;‘o‘ncem and cooperative action by t}  Church’s formal charity and health aposto-
i

That Catholic Choritics agencies rogram support and assist Parishes to take
art in the continuum of lomﬁcrn. vare by developing services wluch enabie fami.
ics te care for their sick members.

MEDICARE Rerony —LILLIAN Raninowrrz

The years 1981, 1982 and 1983 have brought burdensome changes for health care
previsions for older American adults Medicare. The rccommem;’nlwna of this Ad-
ministration for the years ahead seetmn to project an even more fearsoae prospect for
this &?pulntion Between larger deductibles atd copayments, many elderly are, or
will be, having to choose between paying health-related bills and: o7 decent shelter
and nutrition Essentially these brutal plans entail shifting costs from tne federai
government to the already hardoressed consumer. )

Because of our regressi< tax base and our Administration’s course aimed at
world hegemony through the threat of nuclear assavlt, the nceds of our vulnerabie
elderly have low priority for response. Indeed, if you will permat me to coin o word,
we seem to be proving toward geroutocide. Qur death camps for the elderly are not
gos chambers, hut poorly monitored, for-profit nursing homes. Or, more su tli;. per-
haps, n set of ‘policics and 1cgulativns making apurupriate and offordable health
care increasingly less accessible.

Among measures which should be taken in the short run are the following.

_'1* Make it mandatory for physicians treating the elderly to accept Medicare as-
signment; .

‘2 Support community linics with emphasis un preventive health care and man-
tenance therapy for those with chironic illnesses;

‘3 Make Adult Day Health and other Long-term Care services Medicare benefits,
thus providing humane, cost ¢ffective optivna tu premati.ce institutionalization.

Findings from our Over 60 Clinic point to the imporiance of providing two kinds
of service now excluded by Medicare, i.c., dental care and podiatry. Currently,
dertul care is provided only in cases where maxiilo facial surgery fur pathology such
ns cancer is present, et¢ Yet much illness both physical and mental can result from
the deprivation of good oral health. Persons whou are edentuluus cannot ecat the
kinds of food required for guud health, mureuver the luss of facial contours and the
disfiguring affect of }oss ulg, teeth caunes many elderly tv avuid all socinlization and
leads to depression.

Our Over 60 Clinic has been granted the services of a dzntist from the National
Dental Services Corpuration fur two years. We provide care, both free for Medicaid
recipients and for others un a sliding scale basis. Althuugh this service began oniy a
few months ago we have 4 twomounth weting period already. We are inuadated
with clients who have had to dv without dental care for years because of cost bar-
riers.

Our Clinic also provides some podiatry, dune by geriatric nurse practitivners who
have been carefully trained by a pediatsist to pecform himited proceduies. But podi-
atry is not provided under Medicare except in the cases of pathology ¢« .ed by
severe diabetes, advanced vascular disease and persistent fungal infectioas, Yet
many elderly are unable to care for their feet due to arthritis, or poor vision, for
example Frequently clderly are severely handicapped by painful cunditions such as
ingrown toenails, bunions, and warts which .nake walking painful. Thus they forego
exercise and became virtually houscbuund, leading agan to deteriorating physicai
and mental health. Yet private pay podiatry is often out of the reach of those on
low fixed incomes. o

Even those elderly who buy various Medigap pulicies usually find to ther chagrin
that both podiatry and dental care are excluded.

Many of the exciting health care benefits fur the elderly are fragmented and
therefore more costly. What s needed for all of our citizens, not only the Medicare
entitled, {e the elderly and. 'or the disabled, s a cumprchensive National Heaith
Service such as exists in all industrialized natens except for the United States und
South Africa.

In September of this year the National Health Service Act, H.R. 3884, was intro-
duced in Congress. It would reorganize all health care resourves—personnel, equip-
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ment and institutions ante a cwordinated health care system to provide health carc
as a {ree public service, Finanung would come frum a health senvice tax on tasable
income of individuals, estates and trusts, and of cut purations, avurding tu ability to

pay.

érn_y Panthers have given their strung support to this measure as a means o help
us become a more canng, peaceful and healthy suiety. We ask for your vigorous
advocacy.

Marcor SaLving, SAN Francisco, Cauir.

My name i1s Margot Salvini. My grandmother, Eva Olsen, is 85 years old and was
diagnused as having Alzheimer's in August, 1983. Until this diagnosis my family no
uicea a change in my grandmother—she was becoming confused, forgetful. and neg
higent 1n her r!:rsonnl care and 1n duing such things as cuvking for herself. The con
fusion, forgetfulness, and negligenee has gotten worse to the puint of my grandmoth
g; wandering away from her home and Yln\vmg to be bruught back home by neigh

rs.

This situation has put a tremendous straws on my mother and myself whe are the
primary caretakers for my grandmother. We have had to have sumeonc ¢ me in
during the day to stay with my grandmother and cwok for her, vathe her, help her
dress, and essentially watch over her. In the evening both my mother and myself
stay with my grandmother—this 1s efter buth of us have worked for eight hours and
commuted from Oak:.nd where we live and work.

Not uniy are we experiencing the physical strain of providing care, but also the
emotional strain of sceing iny grandmother as she 1 now and fecling frustrated,
angry, and guilty. Frusirated because there dvesn’t seem to be anything that can
help'my grandmother. Medication don't seem to help and there ana’t very many
programs that would aliviy my grandmuther to participute because she does get
cumbative, she does become incuntinent, and she dves wander. The anger I'm feeling
18 at umes harder to deal with bevause I find myself becuming angry at my gran
mother and her behavior. I want her to stop acling sv cumbative and so resistant,
and puting my mother and myself through thes strun. T guess thia is because I don't
quite understand what's going on with my grandmother. 1 sec her and she looks
healthy and strong, but her mind is not there and 1 only wonder why. .

I dont know how much lunger my mwther and myself can put up with this, but
we are going to keep trying. \i’e have lovoked into nursing homes and decided that
this wnlrbc the final alternative to dealing with the probrem. We want to keep iny
grandmother 1n the hume that she has lived in for over 30 years and have found out
that this 15 going to cost since Medi-Care won't pay for anything at this point We
have been ‘puylng for sumeune to cume 1n duning the day and huping that we tould
get sume of this through Medi-Care but fuund sut we couldn’t. Even a nursing home
at this point wuuld have to be puid by us. This 1 an additivnal strain that we have
to deal with because we are evcmunlf_y going to exhaust my grandmothe:’s life sav
ings and some of our 0wn saviogs. .

1 hupe that as a result of this tesumony tae Adaunsstration will really stop and
think about what the eiderly are faced with and think of what they can do to allow
the elder person to live his life with dignity.

Rooxney C. Tavuss,
Oakland, Calif., Octaber s, 1983.
Sepervisor WenNDY NELDER,
President, Board o[ Superuvisors,
San Francisco, Calif.

Dean Surkrvisor NELDER. As you well know, the in-Home Supportive Service con
tract, funded under Title XX, has been a major cuncern of senivt, blind and disabled

ersons throughout this City since it was awarded to Remedy Home and Health

re Services,

The problems began for cach and every client and employees of Remedy from the
very onset of the award. These prublems, I feel, should brought not only to your
attention, but to the attention of all public uffivials, from the Health and Human
Services Admunistrator to the Director of the Social Servi.es Department here in
San Francisco, Because, if at 1s not, these Y‘wbl_cms will fester into & very ugly situa
tion or, 2 most embarrassing concern for the City. o

1 was an employee for Remedy as a field supervisor from August 16 unti! Friday.
October 73,1983, at which time I’wns called at home after 5.00 p.m., by the program
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director, and informed that I was terminated for rather vague reasons, which 1s al-
together a different issue, which I will deal with separately, and 1n a legal proce-

ure So, as you can see, | have firet hand knowledge of these problems. Specificaly,
they are as follows:

1 Most of the clients were directly affected with an all encompassiag redistricting
of the City into compacted areas by Remedy. Most clients had tc deal with a new
supervisor, n new homemaker, or both. This occurred after Remedy had made assur-
ances to all clients that they (Remedy; hoped to retain all of the cﬁents present pro-
viders, should they wish. (Sce attached letter)

Most homemakers were affected by the change in that they got a new supervi-
sor or were remaved from long standing clients, \':f\ich is disastrous, because 1t takes
o lang time to bu'ld a client’homemaker relationship based on trust and confidence.
Some clients have even discontinued their homemaker services due to the disrup-
tion in their services.

3 Supervisory staff were also redistricted in some cases, losing once agmin the
client trust We were told that the redistricting was done to reduce the amount of
travel time which, 28 I see it, also reduces the amount of money paid to the home-
makess for travel time This minor cost saving measure has been done at the ex-
pense of the clients and homemakers long atumi.ing relationships and weil bmgé:.

41 Remedy also cut sugcrvisory benefits. i.e. fast passes. This w.s budgeted into
their bid proposal (page 92, item J-1). Where is this money going if 1t 1s not being
vsed for fast passes for the supervisors?

5 Last minute union contract additions were made between Local 250s represent-
ative and a Remedy official. Without prior agrecment from the shop stewards or
members, a fifty cent per hour deduction is being nade from the homemakers
haurly wage and placed into a non taxable clothing maintenance allowance, result-
ing in and producing mass confusion among all staff. We did not know that the
homemakers were going to be receiving such an enormous ullowance to keep their
clothing in good shape The homemakers were not aware that they would be receiv-
ing fifty cents an hour less for their work. Their “net pay”, in some cases, 15 grenter
than their “gross pay", encoumging them tu seck assistance from their supervisors
as to the legality of this questionable transfer of wages from a taxable status to a
non taxable status Every inquiry I have made concerning this transaction has cone
firmed my belief that it is an illegal tax evasive measure %or which the homemakers
will pay for at the end of the year when they file their tax retvrns. How much
money is Remedy saving in their tax payments is one of many questions that st}
goes unanswered. If they are cheating here, where else are they cheating?

Unfortunately, Supervisor Nelder, I feel the real issue at hand 15 the overwhelme
ing neglect that the senior, blind and disubled are experiencing at the hands of the
present contractor Statements to that effect can be obtained from most. any chent
In the program at this time.

Finally, T hope that you do not read this letter and think 1t a vendetta for m
termiration I am personally relieved that I have now the freedom to come fort
with this insight to you and others who should know what ts happening with this
contract It is out of sincere thoughfulness for the clients in this program that I
come to you with what 1 think are impruprieties within the contract since its award
to Remedy It is only the clients who will continue to be abused, not me, not you.

Thank you for any steps that you may further wish to take 1n this matter. I cer-
tainly hope that there is something which can be done. Please feel free to contact

me concerning these problems at 635-8924, or 4874 Shetland Avenue, Onkland, Cali-
fornia 94605

Very truly yours,
Rooxey C. Tavror

Remeny HoME anp Heavt Carg, Inc,,
San Francisco, Calif., August 10, 1983,

DeAR CLienT Remedy Home & Health care, Inc. is very pleased to have been
awarded *he In Home Supportive Services Contract by the City: County of San Fran-
cisco. Qur services to you are set to begin August 16, 1983,

There will not be a change in the type or hours of service you are prcsentlf; re-
ceiving unless recently changed by your social worker. Additionally, 1t 1s our hope
to retain your Iprcsent provider, should you wish to do so.

Remedy will employ, train and supervise yout providers and, if necessary, 1m-
prove the services you are currently receiving.

Following are a Tew of our policies that will help you to understand the program
and will help us in providing you with good service.

Q
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1. The chent must provide all cleaning supplies - brooms, mops, vacuums, toilet
brushes, etc.

2. Providers are not allowed to do any heavy lifting, moving heavy furniture,
washing windows on :he outside, pamting or any major repairs. Streruous activities
also are restricted.

3. l:’rowdem are not allowed to do yard work wunless authorized by the County® or
canning.

4. Providers are not allowed to chimb on footstools or anything that could cause
them to fall.

5. Providers are not ailowed to transport a client wnless medical transportation is
authorized by the County).

6. To ensure continuity of service to all of our clients, changes to the Provider's
schedule may only be made with the REMEDY Supervisor,

7. It 15 very important thai you be at home when your Provider is scheduled to be
there, Hesshe may have a tight schedule to meet and it would be very difficult to
come back at another time. If you can not possibly be at home at the scheduled
time, give your Supervisor a call at REMEDY who will notify the Provider, there-
fore, avoiding unnecessary expense.

». When your assigned Provider 1s unavailable to work, a substitute Provider will
be assigned in order that you receive uninterrupted service.

9. Do not ask your Provider to leave lanudry unattended in a public laundromat
while performing other tasks.

10. Where errands are an assigned duty, the Provider is allowed to make only one
:l"p per week, The Provider must go to the nearest supermarket, pharmacy or laun

romat.

11. At no time is a Provider allowed to purchase liquor for a client.

12. Please do not ask your Provider for his/her home telephone number.

i3. Providers are not allowed to work in the home when the Client is not there

14. Each ume your Provider comes to help, you will need to sign the timesheet os
proof of the assigned tasks and authorized hours are completed If cither of these
are not completed, please call your Remedy Supervisor.

13. It Providers are assigned to dv shopping or errands which necessitate the han
dling of money, a receipt will be issued.

16. Do not ask your Provider to perform tasks other than those assigned

17. If your assigned Provider fmils to show at the scheduled time, please be sure to
call your Remedy Supervisor.

We hope you and your Remedy Provider will have a long, compatible working re-
lationship. We work hard at trying to please all of our clients and will assure you
that any problem or situation of concern to you will receive our prompt attention

We want You to know—we really care!

Sincerely, .
Remepy Home & Hearti CARE, INC.




108

TO LOCAL 250 10/5/83

Ve, the workers st Resedy and union semders, sre very unhappy with many things gince the
contract vesa changed in August to Rasedy. The things we went to know or heve changed ere

1. no 50¢ deduction on owr paychecks for clothing caintensnces wa vent ous paychecks to
ba paid at the rata fn the union contracte we did not egree to have this 50¢
deducted from our rate of pay end paid a3 & non~taxable ftem. wa d0 not went to
have to pay taxes st the end of the yesr for this saount,

2, 1l hours are to be 1isted separste on our paychecks. we do not vant our trevel tine
to ba included with our client Lours. we cannot {igure our checks out,

3. we vant the clothing maintenance and the pension fund to be based only on the hours
we vork for our clients. This is how it was set up in the contrsc:,

4. we yant running totsls of how wuch ve have been paid for clothing maintenancs end
how guch has deen deducted for tha Pension fund, Just like wa get & running
total of how wuch taxes wa have paid.

5+ ws want to bave ccpies of our tica slips. we have to spend money to vaks coples of
our tise slips. wve csonot figure out our paychecha without coples of our time
slips.

6. we went to know vhen we will fiave ¢ dentsl plan. wve waat to know when tha kaiser
coverege i3 gffective.

Te Ve went to have & box st the office where v cun leave our time slipa after 5:00 o'clock.

8 wa went to know vhen nur pension fund will be set up and vho is going to pay for sll
of the intexsst ve have 1cst aince our firat paycheckss Who is going to de in
charge of this pension ¢o make gure that sll the money deducted from our peychacks
is golng into 2his pension?

$. we vant to kuow how Remedy s going to scerue our vscatioa time. -

10, when there sre mistskas on our paychacks we do not went to wait days sod weeks for
them to be correcteds we waot them corrected the ssma dasy.

11. eoms of our hours havs been cut end ve went to know how long we havs to wait for mors
hours of work, We vere told we would now lose sny cliants and everything would be
the seme €8 before.

Many of us have already complained to Remedy sbout these things dut we do not get say

snswars. We are ssking you to represent us and fight for the thinge which ve think we

should ba gatting. We went anavers to thess problems epnd we want them in vriting by
the e¢nd of thie weak.

LOCAL 230 MD(ZRS:
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TO ALL REMRDY HOQMEMAKERS 10/5/83

a8 your shop stavards ve have met vith Ramady many timee to complaln spout out paychacks.

We hava slso gons to city hall to cooplain sbout our paychecks. Tha things we are asking

our union to halp us wvith today to get chenged are

1. ne more 50¢ deduc on on our paychecks for clothing--~we vent {t paid s% the right
rate of pay.

2. all hours sre to be listed separete on our peychecks. Client hours, travel houxs,
sick hours, etc. .

3. ve vant the clothing caintsnance and the ponsion fund to be based only on the hours
ve vork for our clienta. This s how we set it up in the contract.

4, we vant funaning totels of how much we hevs baen paid for clothing maintensnce and '
how wuch haa been daducted for our pension.

S. we want to have coplea of our time slipa.

6. w8 vant to know vhen ve vill heve & dantsl plans we vent to know vhen the keiser
coversga iz effactive.

7. ve vant to have & box at the office vhere ve cas laave our tice slips after 5:00

8. ws vant to know vhen our pansion fund wiM be set up and who 1a going to pay for
all of the interast ve have lost since our {irst paychscks. Who is going to ba
in cherge of thia pension?

9. we alao want to know how Remedy ig going to eccrua our vacation time,

10, when there sre ulstakss on our paychecks we do not want to vait days and weeks for
them to be corrected.

1f there {s anything else you want us to do uow or leter please call any ase of us.

WE URGE YOU TO MAKE COPIES OF YOUR TIME SLIPS UNTIL WE CAN GET A CORY e US. We heve

made up ¢ form for you to use shan you do heve & cooplaint. IS s fzportant that you

maks & copy of any cocplaint that you o ..

1£ you nead balp with undecstanding your psychecks you can cail your checkstubs oz 8 copy
of 1t to us and vs cen try to explain {t to you.

We wust stay together for our fight for what we waot end vhat we have sarnad.

Lula Taylor Luciile Hayes LecDore Nesl Cyril Titong
863-2571 552-9766
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TESTIMONY SUBMITTED BY ARTHUR WOLF, ASSISTANT DirkctoRr, FaMmiLy Survival
ProurcT, SAN Francisco, CALiv.

The Family Survival Project for Brain-Damaged Adults 1s a suzpit arganization
for the families and fricnds of adults with chronic brain disorders. Since 1950 we
have operated a state pilot project for the California Department of Mental Health,
under which we have undertaken such serices as intake screening, snformation,
advice and referrals, in home supportive services and respite care, legal consulta-
tion group thernpy, monthly family support group meetings, traming, public aware-
ness and program development. Since 1982 we have been designated by the state of
California as ihe statewide information clearinghouse on brain damage.

As an organization working on a daily basis with the problems confronted by
brain-damaged ndults and their families, we have come to recognize that nearly all
families caring for adults with permanent, severe brain durnage confront similar
problems, no matter what the cause of impairment vr disease. Such problems result,
in large part, because:

No insurance policy —not even Medicare—will pay for the care which must be
given Less costly community care programs are often not avalable, resuiting 1n an
estimated cost nationally of at least $20 billion a year.

Few professionals realize the immense needs and the creative solutions required
to help victims, their spouses, parents and children.

Families often break under the strain of grief, 24-hour care demunds and social
stigma of “brain damage.”

Particularly when dealing with the population afflicted with dementing ili.ess,
the family~not the individual—is the level at whick mach of the intervention must
be targeted and where uncovered need is the greatest. However, public services and
income benefits have traditionally been withheld when the farnly retains a caregiv-
ing function. as opposed to relinquishing care to a: :astitution. A review of public
services and their availability to this populativn point: out the liunitations of cur-
rent programs,

Medicare: Dingnostic, acute care and immediate pust-acute care services only are
provided fexcept in waiver demonstrativn projectsi. Once a chronic orgamc brain
disorder is dingnosed, only other treatable illnesses can be covered by Medicare on a
short-term, limited basis.

Medicaid- While services vary in each state, reimbursement of nursing hop.e care
is gencrally provided if a facility will admit a dementia patient, of a facility will
accept the rate of reimbursement offered, and if the facility wdll aceept a Medicnid
patient fie, has not met its “Medicaid quota™. Medicaid pregrams do not cover
home care except in certain waiver desnonstration projects), Laithough Medicaid wall
reitr_nbt:srso for day care programs, few such progiams are able to accept dementin
patients,

Title XX Social Services. Many recipients of County-provided social services find
their share of costs for home ca:e services tu dementia pat.ents to be higher than
the value of the services authorized. Also, the type of service offered 1s usuaily 1nad-
“quate for patients that are very near nursing home placement. Respite for fanuly
c:(;v\Tgivcrs is not generally includud in the concept of yn-home supportive services to
adults.

Older Americans Act Programs. Theoretically, Title 111 Supportive Services should
be gvailable to this population, especially in-home supportive services, cuse manages
ment and day care 9190 date, with few exceptions, these programs have been unable
to meet the needs of this population.

The full range of needed programs, not all of which are health care programs,
are:

In Home Supportive Sertices. Caregiver assistance is needed on an on-going basis.
Alzheimer's and other dementing illnesses are chronie in nature—not acute—and
the need for care increases over time rather than decreases as health s regained
'the acute post zcute niodel on which Medicare woverage 1s basedr. Depending on the
abilities‘disabilities of the caregiving family unit, sn-honie service needs may in-
clude home health care te.g., administration of medications, ghysical therapy),
homemaker ‘chore services, tzansportation, and:or personal care services tfeeding,
grooming, trancferring).

Ou!-of home respite Beyond assistance in the home or 1n lLieu of such assistance,
caregivers need programs which will free them te.npuranily from caregaving respon:
sibilities. These may include:

Day care programs especially designed for the Alzheimer's patieni, and

Respite care beds in institutions that can be used on a d‘:ub or weekend basis.

Q
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Legal and Financial Counsching. To plan for ware over the long haul and to inain
tam the legal/ finanuial health of the family for the longest period of time

Patieni Care: Behawor Management Training. To equip family caregivers with the
skilis to do the Job that has been thrust upon them and to cope with the difficult
problems presented by the Alzheimer's patient.

Institutional Care that ts Talored to the Needs of the Alzheimer’s Patient. Be
cause these patients may be physically inubile and disuriented, locked facilities are
essential, exercise 1s important in relieving the agitation of dementia patients, so
safe arcas for wandening” are desirable, adequate staffing to assure the safety of
ail patients from the violent outbuists sometimes scen among dementia patients Is
critical, Medicaud rates of reimbursement certainly do not fuster such specialization

Mental Health Scruices. For the caregiver, to relieve that strain and grief experi
enced 1n the process of constant caregiving and, or placing a loved one with Alzhei
mer’s and related diseases.

In order to help the Congress address such needs, we supp. rt the cooperation be
tween and coordination of Federal, State and private health insurance programs to
ensure that brain-damaged adults, their caregivers and families receive the most ap:
proprite programs and services w meet their individualized needs. Toward this end
we urge:

Efforts by Congress to snitiate a national, \.numtru{)hi» health insurance program
that includes coverage of care for brain-damaged adults.

A study of the feasibility of allowing health policy holders to “pool” available pri
vate and pubhicly-funded benefits for use as they Jetermine and without limitations
based on ‘type of care.” Support the concept of “voucher” utilization to further
flexsbility and individual determination of choice of programs and services

Changes 1n Federal policies of the Health Care Financing Agency (HCFA® and
h::;dmnm so tliere will gg rexmbursement for care of persons with chronic brain dis-
orders.

Federal policics which permit recipients of SSI'SSP to continue receiving, such
income masntenance benefits for a period of time after earning the maximum
amount of weges which would terminate the benefits {eg.. up to three months
beyond the cut-off point). -

Changes 1n Federal policies which do not require the “spend down” of assets in
order to qualify for income maintenance such as SSI’SSP when one member in a
marriage partnerstup becomes permanently and severely braindamoged

Family Survival Project also supports public polivy that ensures data collection
related to organsc brain disorders and damage when such is based on uniform termi
noiogy, definitions and semantics and is not violative of confidentiality statutes
There 1s currently httle consensus over the diagnostic categories used to describe
organic brain disord rs, and without such cunsensus an accurate estimate of the
number of Americans with these impairments is unavailable.

We further believe that government should ensure that there are regional “clear
inghouses” within each state for information and referral services and up-to-date
placement assistance and information.

Finaily, we support volunteer, paraprofessivnal and professional training and ad
vocacy assistance for brain-damaged adults, their caregivers and families and en
dorse o joint, public and private imtiative to ensure that such resources exist It is
only when these objectives are accomplished that a truly comprehensive system will
exist te help alleviate the emotional and finuncial burdens now placed upon the
famllll)c;s of those unlucky enough to have to care for a brain-damaged family
member.

SxeLoon S. ZiNpeRru, M.D,, MEDASIMé!E‘. Fur MEDILARE PROGRAM, Pico RivERra,
ALIF,

ALTERNATIVE METHODS OF PHYSICIAN REIMBURSEMENT UNDER MEDICARE

As one of the founders of the Medashare for Medicare Program, 1 have been re
quested to give tesumony regarding alternative methods of physician reimburse
ment under Medicare and other cos%—conmining concepts relevant to the long term
care of patients. .

All written testimony and literature regarding health care in these United States
of America 1S cummfy directed toward producing a negative health care policy
There 15 NO constructive health care policy in this nation. All efforts and all avail
able discussions on this matter are directed toward decreasing costs, reducing utili
zation, decreasing services and under the disguise of centralization, reducing access
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to medi~al care as well Decrease utilization, reduce services—all negative terms re-
sulting 1 a negative health care policy. This policy is being proposed at a time
when 11 percent of the population of the United States of America 15 68 years of age
and olde~ This population accounts for one-third of all health care costs and by the
year U 27 porcent of Ansericans will be over the age of 65, more then 25 percént
of them will be in their 80's.

Of all of th» people in the history of mankind who live to be 65, half of them nre
alive today nndpf)g\c out of every four babies born in the United States today wiil
live to be 85 years of age It must be appreciated that people over the age of 64
require visits t¢ their physician four times as often as those under the age of 65. In
this arenna, we hear mc&{cnl economists and congressmen endeavoring to create a
Negative Health Care Policy for the United States of America.

A generation ago, computerized tomography, ultrasonography, arthroscopy, fetal
monitoring, laser beams and pacemakers, microsurgery and nuclear radio ogy did
not exist There ‘were no organ transplants. There were no intra ocular lens im-
plants and there was no microsurgery. In 1967, 650 people 1n the United Stutes were
on kidney dialysis nnd in 1980, the number was 64,000. Approximately 150,000 paca-
makers are implanted each year in the United States.

Modern technology is clearly enabling more people to live longer and fulier hives
than ever before ond the longer they live, the greater the demands on the health
care system and the greater the costs. In this milieu, our e onomists and many of
our congressmen tre urging the development of a Negative Health Care Policy for
this country.

HEALTH CARE, A GROWING INDUSTRY

A great deal of attention has been given to the growth of the healih care industry
waich is estimated to represent 10% to 12% of the Gross National Product. Many
point te that figure and demand cost containment, which we agree, 1s essential.
Clearly, we would like to see better cost containment for health services by reascn
of more efficient utilizntion, but the 10% figure is grossly misused. The health care
industry has simply performed, as the nation has Jdesired the rest of the nation’s
economy to perform Had those other areas of the economy such as the steel indus-
try. the auto industry, the agricultural industry, etc. grown at a desired rate, the
health care industry ‘segment of the GNP would represent a much smaller propor-
tion.

EXCESSIVE ADMINISTRATIVE COSTS

In terms of real cost containment, one must look specifically at where the Medi-
care dollar is spent_Physicians receive 17-20 percent of the Medicare dollar. Howev-
er. the administrative costs of the Medicare Program represent 52% of that dollar.
The balance of approximately 30 is paid to hospitals, x-ray laboratorics and other
provider facilities It is clear that administrative costs represent the largest. propor-
tion of Medicare expenditures.

In addition, a study in New York State indicated that hospitals were spendin
25¢2 of their budgets to meet local, state and federal regalations. This study foun
that expenditures amount to 11 billion dollars, that each registered nurss spent the
equivalent of one day a week on regulatory matters and that $38.56 of each patient
daily bill was generated fulfilling regulatery requirements. This 1s 1n addition to
spending over 50 percent of each Medicare dollar on the administrative aspects of
the program. Clearly, this has to be viewed as unconscionable,

In the 1940', the Hill-Burton Act was the response to a shortage of hospatal beds;
in the 1950°s, voluntary planning agencies were established to address the issues of
coordination of hospital services, and jum ing to the 1977's, regulatory controls are
flourishing to grapple with the problem o :Jnraling ¢osts within the voluntary com-
glupigi' hospitals This myopic and spasmodic process obviously leaves much to be

esired.

It is perhaps at the national policy level where rnisdirected focus 1s most clearly
evident While the federal government is articulating olicies mimed at increasing
the availability of preventive, ainbulatory, and long-term care services and decreas.
ing the emphasis on traditionsl acute care, in-patient hospitahzation, the regulatory
procedures it supports have stimulated the opposite effects. Their very efforts to
control the health care industry have diverted costly dollars into this arene. For
every new regulation, a new administrative structure appears on the regulatory side
and zdditional personnel to cope with the regulation anise on the provider side. As
these regulatory endeavors increase, there continues to be a disproportionate effort
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and a greater perventage of the GNP being utilized tu deal with an increasngly nar
rower portwn of the health delivery system, namely the medical care dimension.

A tustcontainment imperative Jdearly prevails, but the federal center of gravity
Las not shifted. Gevernmental focus has merely widened to embrace both regulation
and competition.

A ventable upsurge 1n regulation can be expected on the state level. "Deregula
tion” s a federal catchword, und a large part of its attendant plulosuphy is rovted
in shafting _federal cuntrols o lower Jevels of guvernment. Blok grants, {reedonm of
chuice walvers, Modicaid “prudent buyer™ cuncepts, and other recent legislation
rehes un state oversight, and the history of health care portends active - if not ¢n
thusiastic—state participation n‘..mﬂuluwr{ activities. For example, 96 of the 164
different agenaies that regulated New Tock hospitals in the late 1970s were state
agencies.

Finally, the very nature of recent legislative changes presages more, not less, reg
ulativn_in program implementation. It is here where large drastic savings can be
made, Emp?msu in the past and eyen currently, 18 being placed on decreasing the
expenses created by the providers. Shuuld this trend continue, less will be provided.
If greater emphasis 1s plaved un the enurmous abuse resulting frum excessive ad
punistrative custs, then clearly, more services, mure aceess, mure utilization, could
be provided in the heaith care industry.

It would be anecdutal to state that if an unpad robot were able to pay all submat-
ted Jdaims fur Medicare benefits and without serutiny, blindly issue checks fur pay
ment, that the cust of health care would almust have tv double before the Medicare
budget would reach its present level. Whether anecdotal ur not, inany a true word is
spoken in jest.

The net result of streamlining the health care administrative system would be to
free massive amounts of money which cuuld then facilitate the delivery of health
«are services to Medicare benefivianies and others disenfranchised by ecunumie wir
cumstances.

TESTIMONY ON HMO'S AS AN ALTERNATIVE SYSTEM

!

Cut custs, reduce utibzation and decrease services. This cust saving policy can
must efliviently be awvumplished by a cupitativn system which has been pupularized
as HMO. The term 'HMO" stands fur Health Maintenance Organization and Jearly
promotes o negative health care polivy, This terminolugy was must appropriately
crrated to mentoniously advocate the HMO. In may vpinion, HMO should in faut
stand for “Health Mis-Maintenance Organization™.

In should be apparent that pr&ru_ymcm. capitativn prugrams, while cost effective,
are sv av the expense of drastically curtailing medical benefits. Medical ecunomists
have urged that the program be further pupulanized because, frum an economic,
standpuint, they appear W be costeffective. Huowever, such cust effectiveness pro
mutes, enwwurages and demands deletion of servives, If physivians and other provid-
ers are lo be pmd a given fee in advance o rendening their services and af this fee is
tu wover the entire medical care of a given patient, it stands o reason that as little
as s pussible will be dune fur that patient. Prufits, both real und in terms of provid
et time, will mutivate that less be done rather than more be done on behalf o, the
patient. Cuntra-wise, it may be saud that under the present fee for service system,
the impetus and incentive 15 W do too much. If that s true, then certainly it must
alsu be understood that the impetus and incentive unde. the capitasvon program is
tu do too hittle. Is this what 15 meant by health maintenance or is this better defined
as health mis-maintenance? .

The yard-stick”™ by which the two systems are wumpared has always been putient
mourtality. This appears 1n the hmiuted studies availeble to be same in both sy
tems— Fee for Service and Capitation, and this unly demounstrates the high level of
technival care that suenee has achieved. The increased technial effiviency of health
care servives alung with other factors has alluwed tle capitation system to sucrifive
benefits to patients without affecting thesr mortality figures sthe bottom lines.

With the fez for service system. it should be pussible tv invoke an effective peer
review program so as to render it cost-effective und tu avuid abuse. This has not

en dune to date, but this failure should not be utilized as an exwuse to gravitate
into a system wherein increasing rewards would be related to decreasing utilization
and decreased services. Such a system appears to functivn bevause it has and vnl)
bevaust 1t hus compared stself, for standards of cure, to thuse services rendered by
the larger fee for service medical establishment. .

Were the reverse true, medical services for this, the must pruspervus nation in the
world, would pregressively depreciate.
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Among the disadvantages to patients belonging to an HMO are.
1. The inability of the patient tc select the location of the treatment.
2. Long waiting periods for non-einergency healthcare services.
3. The inability of the patient to select who their Iph sician or surgeon will be.
If this type of plan is desired by America—so be it. ftf\em is what is necessary for
financial saivation—20 be it. However, let us not be like the ostrich and profess that
it will provide equal medical benefita. Let us, if we must, offer such a plan with our
eyes wide open and with the full knowledge of vhat the costs are in terms of re-
duced medica! benefits. We, the American public, will pay dearly should such a plan
revail and perkaps even more importantly, we will pay a yet heavier price in the
imited expansion of medical science and the diminished treatment capabilities of
the medical establishment as a result of such restrictive incentives.

MEDASHARE FOR MEDICARE

Medashare for Medicare is a non-profit program of the Senior Healthcare Founda-
tion, which is a chari‘able organization. It is designed to brin w%ether recipients of
Modicure and a comprehensive network of physicians and other health care provid-
ers who have contracted to accept the l\fmﬁcarc assigniuent of benefits as full
charge for services in a:cordance with Medicare rules and regulations regarding de-
-ductibles and wﬁuymeuta. Approximately 200 physicians and four hospitals have
joined the Medashare Program to assist Medicare revipients. The physicsuns repre-
sent all specinities in the field of medicine and surgery from heart surgeons to
family practitioners, podiatrists to dermatologists, etc. Virtually no aspect of medi-
cal care is left uncovered by this program.

The physicians and other health care pruviders agree to accept Medicare assign-
ment and after receiving the allowable reimbursement payment in accordance with
Medicare regulations, bill the patient for the 20 percent co-~ayment. If the patient
has some form of supplemental insurance ur has the means to pay, they are urged
to pay the co-payment as requized by Medicare requirements. The physicians agree
to allow those patients who wish to pay co-payments and deductibles on an install-
ment basis with no carrying charge. ﬁuwevcr. if the patient does not have insurance
and if theﬁ are clearly unable to afford the co-payment because of serious §i 'ancial
distress, the co-payment may be declared “uncoflectable” and the patient «ill re-
ceive no further billing. This is in accordance with Medicare regulations.

Medashare provider hospitals havu agreed to reduce the Part A deductible upon
admission by one-half In addition, they allow the patient to pay the balznce of the
deductible and that portion of Part B services which are not reimbursed be Medi-
care, on an installment busis without a carrying chuqi::. Mcdashare patients are not
asked to pay in advance of any medical treatment or hospitalization and there is no
charge for enrolling in or maintaining taembership in the Medashare Program.

Because of these special financial arrangements, all seniwors covered under Meds-
care, have equal access to quality healthcare regardless of their ability to ?ay ad-
vance fees, deductibles or co cayments. Participating seniors needing medical treat-
ment no Iogger fear the burder. of ccunumic_calamity in_their hves and freely seek
required medical care. The benefits of early detection and treatment of disease, both
in terms of lives and healthcare cosx are cbvious.

The Medashare Program, cur ...ly in a pilot or experimental stage, serves over
fifty (40! cities in both East Los Angeles and North Orange Counties in Califormia.
Patients in these arens may select tﬁc physicians of their choice from a directory of
providers rather than ggeing to a designated clinic as is the case with other pro-

ms The patient can be assured by seeing 2 Medashare physician, should they in
act need special care or consuliations in fields outside those of the prima physi-
cian, that they can be referred to another Medashare provider who will likewise
honor the fiscal policies of the Medashare Program.

This is unlike an individual physician or clinic who is willing to accept Medicare
assignment, but has no establishment with physicians, specialists and hospitais to
fulfill those patient needs not available at that particalar medical office or chimc,

New methods of reducing costs under the Medashare for Medicare Piogram. ,

A Monitoring —Computer terminals can be placed in cach Medashare ﬂhymcmn s
office through which all Medicare charges could be billed to a Medashare main
frame computer Using tape-iotape communications from that point to the Medi-
care fiduciary can save money &n reduce the processing time of payment to physi-
cian providers This could serve a most important additional purpose of enabling
both peer review and cost cuntainment monitoring as they take place within the in-
dividua] office setting With a rutating anonymous panef of physicians conducting
utilization review, abuse and over-use could be efficiently employed.
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B. Reduced payments to physwians. This plaa aas been named by my colleagues
The Zinberg Plan  for reducing the wust of reimbursenment to physivians providing
services tu Mediare reupients. Under this plan the physivian who uccepts the as
signment of benefits could clect an alternative vption of receiving 35% of the usual
allowable fee instead of 50%. This payment, however, would be made tv the provid
er un a taxexempt basis and the Medicare benefivary would remain responsible for
the normal 20 percent vo-payment. Careful analysis will clearly demonstrate by
adupting tlus plan a 25-30 percent savings is made in the vutlay of payment to
+hose physicians who elect this optional payment for their services.

In sumple terms, those physicians who elect to receive the normal 80¢ or 80%% pay
ment on a claim are likely to declare 40¢ of that 80¢ as uverhead expenses and 1070
would represent taxable incume. Even if the provider is in the 507 tax bracket, he
or she would then be paying approsmmately 20§ as tax revenue. This revenue would
be Just under the Zinberg Plan™ option. The savings to Medicare, however, in re
duced puyment to phymcians electing the 53% option is 25¢ to 304. This represents
a net savings of 5-10¢ on each dollar paid to the Medicare provider.

Approximately 209 of the entire budget 1s puid tu physiians, Of a tetal budget of
60 buiton dollurs, physicans’ puyments accvunt for approximately 12 billion per
year. Sumple anthmetic then indicates that in ats first year ot operation, this could
save 1n excess of one billion dullars, even after lust tax revenue is included. This
savings vould be acomplished almost immediately. With escalating wusts anticipat
cd by the growing Medicare population, the suv.ngs would probably reach 5 billion
dollurs by the years 1985 and 13+6. Not ull physiians would be amenable to accept
ing this option, but because of the vbvivus tax udvantuges, wertainly sufficient num
bers would.

SUMMARY

Let the Amenicun public be totally aware of its optiuns, Let us not urge upon
them a grossly Negative Natiwonal Health Care Polivy. While 1t is essential that we
embark upon a program endeavuning to decrease the rate of invrease of health are
custs, we must hikewist impruvise a prugram that improves aveess, improves utiliza
tion and expands services on a continuing basis.

We must not be tempted to tuke the casy way vut through those systems which
encourage decreased utilization and scrvices. Instead, let us fueus vur attention un
streambining cust effectiveness of our health care delivery system by genuine, effi
cient and productive peer review and most importantly, by deamatically aslashing
the vutrageous admimistrutive costs und regulatury custs, By directing our efforts
soley toward reducing those costs related to healtheare providers through increased
reguintion, we will more thun likely increase aduunistrative costs as well as pro
mote the aforementioned negative nationat health care policy.

Reduction 1n thuse expenditures related to administrative und regulatory adtivi
y ties, coupled with serious peer review, will result in a massive infusion of dollars
available for an efficient cost-contained program.

Thank yuu for the courtesies extended to me by this honoiable committee.

O
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